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Abstract
In the dementia and food literature, the focus is on eating in institutional settings; 
from formal caregivers’ perspectives (Watson & Green, 2006). The current thesis 
aims to investigate the phenomenon of dementia and food processes (shopping, 
preparation and eating) from caregivers’ perspectives, using four different research 
methodologies. In Study la  and lb, a qualitative study was carried out in which 
twenty caregivers’ narratives on dementia progression and food processes and needs 
for food services were analysed using Thematic Analysis. Results from Study la  
revealed a set pattern of decline in dementia and food, as the ability to shop for food 
declined first, then preparation and lastly the ability to eat declined. Caregivers 
transitioned into a new food role by adapting to these changes. From Study lb results 
revealed three points of view; most needing information support on food and 
dementia. In Study 2, in order to assess dementia, food processes and affect it has on 
satisfaction with food-related life, a quantitative study was designed, operationalised 
from the results obtained in Study 1. Results indicated a significant relation with 
adapting to changes more in food shopping and preparation than eating. Also, 
seeking information and education was significant with satisfaction with food-related 
life. In Study 3, an audit was conducted to ascertain food and dementia material, 
using Thematic Analysis. Results revealed that most information was on eating, 
some on preparation and least on shopping and that materials were scarce. Finally, 
Study 4a was carried out using a Think-Aloud method, in which two sets of 
caregivers fed back on two different booklets on food and dementia. One booklet 
was from Study 3 and another newly devised booklet was operationalised from the 
results obtained from Study la  and 3. It was found that caregivers judged the new 
booklet more beneficial, as it contained all food processes. It is concluded that by 
receiving focused information and support services as dementia progresses, 
caregivers and the cared for can maintain satisfaction with food-related life.
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CHAPTER 1 
Literature Review
This literature review begins with a discussion of what dementia is, and the 
progression of this illness, followed by the impact dementia has on society and in 
turn, the impact dementia has on caregivers. This impact covers elements such as, 
stress, coping and theories behind these elements. Then there is an account of how 
specific interventions (i.e. educational, social support and written information) can 
benefit dementia caregivers. This is followed by a review of dementia progression 
and how it affects activities of daily living. As a result, food-related activities are 
seen to be a primary area, particularly as it provides positive outcomes. Finally, a 
review of food-related studies on dementia and care-giving are presented and 
measures of satisfaction with food-related life are discussed. The aims of this thesis 
are listed at the end of this chapter.
Search Strategy
The search for the literature review consisted of books found from the University of 
Surrey library and electronic articles from online databases. The online databases 
consisted of Medline, PsychINFO, CINAHL, PsychArticles and Cochrane library. 
The search terms used were terms such as: dementia, caregiving and activities; 
dementia, caregiving and behaviour.
1. Dementia
1.1. What is Dementia?
Historically, dementia has been known as a form of permanent brain damage 
(Agronin, 2008). There are many different definitions of dementia; however, it is 
mostly described as a syndrome, whereby a person loses their cognitive ability, 
affecting their memory and everyday activities (Bunch et al., 2010; Cure, 2010). One
1
of the main definitions of dementia is by the Diagnosis and Statistical Manual of 
Mental Disorders (DSM-IV) who currently have defined it as, ‘The clinical 
syndrome o f dementia refers to a pattern o f cognitive deficits characterized by 
impairment in memory and a least one other cognitive domain (e.g., language, 
executive functions, visuospatial abilities) that is sufficiently severe to impact 
behaviour and interfere with social or occupational functioning’ (American 
Psychiatric Association, 2000, pp. 147).
1.2. Sub-Types of Dementia _________________________________
Dementia is an umbrella term, as there are many different sub-types of dementia. 
Different sub-types are caused by a variety of disease processes and are often named 
after the condition that causes the dementia (Agronin, 2008; Rester & Scheltens,
2009). The most common type of dementia is Alzheimer’s disease, followed by 
Vascular dementia, followed by Frontal temporal dementia and dementia with Lewy 
bodies ((Dubois & Herbert, 2001; Desmond, 1996). Other sub-types of dementia 
commonly mentioned are Creutzfeldt-Jakob disease, alcohol related dementia, 
Parkinson’s dementia and HIV dementia (Rester & Scheltens, 2009; Gitlin &
Earland, 2010). As Alzheimer’s disease and Vascular disease are the most common, 
these will be discussed further in Sections 1.3.1 and 1.3.2 (pp.2-3). The combinations 
of these sub-types of dementias often occur (Rester & Scheltens, 2009; Bachman et 
al., 1992). For example, many may suffer from both Alzheimer’s disease and 
Vascular disease (Hofman et al., 1997). A review by Grinberg and Hiensen (2010) 
indicated that in most studies these two sub-types have been shown to overlap by up 
to 73%.
1.2.1. Alzheimer’s Disease
Alzheimer’s disease (AD) is by far the most common disease of dementia; with US 
studies, as well as European studies indicating that 50 to 70% of dementia cases are 
affected by AD (Brookmeyer, Gray & Rawas, 1998; Rester & Scheltens, 2009;
Richie & Lovestone, 2002; Santacruz & Swagerty, 2001). Alzheimer’s disease is a 
progressive neurodegenerative disease that affects cognitive functions and the
2
episodic memory, such as amnesia, aphasia and agnosia (Hoozemans., et ah, 2009; 
Reichman, et a l, 1996). Genetic factors are said to cause AD (Munoz & Feldman,
2000), however, Rapport, Pettigrew and Schapiro (1991), reported that monozygotic 
twins do not necessarily develop AD. Therefore, suggesting that AD is also 
influenced by environment factors. A large US study of 23,000 participants, found 
that median survival of people with AD from initial diagnosis was 4.2 year for males 
and 5.7 years for females (Larson et al., 2004). Furthermore, Larson and colleagues
(2004) indicated that the length of survival may differ depending on the age or region 
of the person, but overall females with AD lived longer than males with AD.
1.2.2. Vascular Dementia
Vascular dementia (VaD) is the second most common type of dementia (Roman et 
al., 2002). In Western Europe clinical studies VaD have shown to vary and can 
account for up to 20% of all dementia cases (Jellinger & Attems, 2009; Rester & 
Scheltens, 2009). The prevalence has been found to range from 2.2% in females to . 
16.3% in males (Leys, Pasquier & Pametti, 1998). Many epidemiological studies 
have shown various definitions and diagnoses over the years, (Hébert, Réjean, 
Brayne, & Carol, 1995; Leys, Pasquier & Pametti, 1998). However, the main 
diagnosis criteria for VaD is a progressive neurodegenerative disease that affect 
cognitive decline, and in turn affects memory loss, and other cognitive abilities, such 
as language and praxis (Looi, Sachdev & Perminder, 1999). The main causes have 
shown to be through hypertension, diabetes, heart disease and stroke (Hébert, Réjean, 
Brayne, & Carol, 1995).
The median survival from initial diagnosis for VaD is less than AD (Hébert, 
Réjean, Brayne, Carol, 1995). A  more recent study has supported this, indicating that 
the median survival for VaD is 3.3 years compared to 6.1 years for AD (Knopman et 
al., 2003). Variation on survival rate may vary due to how the data was monitored, 
for example, some have started their evaluation from the time of the study and others 
from when the person was actually diagnosed (Wolfston et al., 2001). A Canadian 
study by Wolfson and colleagues (2001) measured the length of AD and VaD 
survival rate and found that the average length of survival was 3.17 for males and
3
3.36 for females. Although this study looked at AD and VaD combined and not 
separately, it does support previous findings that females live longer than males 
(Larson et al., 2004).
1.3. Prevalence of Dementia
Although early onset dementia (<65) occurs, it mainly occurs over the age of 65 
(Rester & Scheltens, 2009). On average, it is estimated that the prevalence of 
dementia increases from ages 65 to 85 and doubles every 5 years, however this is 
said to be higher in people aged 85 years or more (Jorm, Korten & Henderson, 1987; 
Fratiglioni, De Ronchi & Torres, 1999). Ferri and colleagues (2006) reviewed the 
prevalence for every worldwide region from the World Health Organisation, with 
males and females combined. They estimated that 24 million people suffer from 
dementia, China and other Western-Pacific countries to have the highest number of 
people with dementia, with 6 million, Europe with 4.9 million and the US with 3.4 
million. Similar findings were reported by a previous study (Wimo et al., 2003), 
estimating 25.5 million people living with dementia worldwide, with more than half 
living in Asia, China estimated to have 4.6 million and Japan with 1.5 million. 
Europe estimated to have 4.6 and the US with 2.6. The differences in estimations are 
accounted for as measures in developing countries may vary and not all worldwide 
number of dementia studies includes early dementia (Wimo et ah, 2003). Wimo and 
colleagues (2003) review accounted for gender, estimated 9.8 million males with 
dementia and 15.7 million females with dementia.
Furthermore, Ferri and colleagues (2006) estimated that by 2020 this will 
double every 20 years to 42 million and by 2040, assuming no effective preventions 
or cures have been found, it will reach 81 million. These findings support the 
previous review by Wimo and colleagues (2003), as similar figures were estimated 
by the year 2030 and 2050. However, it is important to note the prevalence, 
specifically in the UK as the studies from this particular thesis will be based in this 
country. A recent report for the Alzheimer’s Society estimated that there are up to 
684,000 people with dementia in the UK, which gives a total of 1.1% of the entire 
UK population (Knapp et ah, 2007). The report also shows that this will increase by
4
38% in 15 years time and 154% in 45 years time (Knapp et al., 2007). These figures 
were said to be underestimated as they may not have included people with learning 
disabilities in National Health Service care facilities (Knapp et ah, 2007). Knapp and 
colleagues (2007) estimated that 62% of people with dementia have Alzheimer’s 
disease, as it is the main sub-type of dementia and 27% have Vascular disease, the 
next most common sub-type of dementia. It was also indicated that 55.4% have mild 
dementia and 32.1% suffer from moderate dementia and 12.5% suffer from severe 
dementia. The next section (1.4, pp. 5-6) will discuss the impact dementia has on 
society and how early diagnosis can benefit both caregivers and care recipients.
1.4. Impact on Society and Early Diagnosis
The majority of people with dementia live in their homes and may reside to a nursing 
home for the final stages of their lives (Covinsky et al., 2001; Covinsky et al., 2003). 
This, along with the increasing number of people developing dementia has an impact 
on society in terms of costs, healthcare, and on their families (Comas-Herrera et al.,
2010). A worldwide report by Wimo and Prince (2010), estimated that the cost of 
caring will be up to US $604 billion. A UK report indicated that these costs would be 
£17.3 billion, and this was mainly for accommodation costs, care services costs and 
costs for people living at home (Knapp, Comas-Herrera, Somani & Baneijee, 2007). 
However, these costs can be reduced through early detection of diagnosis (Wimo & 
Prince, 2010).
Cutting costs by diagnosing dementia early is not that easy, as many studies 
have shown that health practitioners often lack training and confidence in order to 
diagnose and manage dementia effectively (Alzheimer’s Society, 1995; Turner et ah, 
2010; Wolf, Woods & Reid, 1995). Nevertheless, most health practitioners do 
believe that early diagnosis is important, as demonstrated by a UK study who 
measured general practitioners and nurses’ opinions on their current knowledge of 
best practice in dementia (Turner et ah, 2010). The result showed a third of the health 
practitioners experienced frustration and lacked confidence in diagnosing dementia, 
but at the same time, up to 84% of them agreed that it is important to make 
improvements in this area, in order to prepare families and the person with dementia
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for changes that will occur (Turner, et al., 2010). In addition, a study by Renshaw, 
Scurfield, Cloke and Orrell (2001) found similar findings, whereby 47.6% felt that 
they had received sufficient training, although only 52.3% felt that early diagnosis 
was important. Even though most of these findings are UK based, these issues have 
been reported across Europe, the US and Australia (Down, 1996; Brodaty, Howarth, 
Mant & Kurrle, 1994).
There have been many suggestions to improve early diagnosis, such as; 
promotional training, raising awareness to general practitioners and to other health 
care workers, as well as implementing interventions, for example, setting up 
workshops (Downs et al., 2000). These forms of interventions and education 
programmes have been found to be beneficial for all health practitioners (Iliffe,
Eden, Downs, & Rae, 1999; Iliffe, Manthorpe & Eden, 2003). By making these 
improvements to detect early diagnosis of dementia, it can benefit families and the 
person with dementia, as it gives them the time to receive appropriate medication and 
treatment. Furthermore, it can help them psychologically and direct them to further 
social support services (Renshaw et al., 200; Santacruz & Swagerty, 2001). As care­
giving plays a vital part in dementia from the time of diagnosis and throughput the 
progression of dementia, this thesis will focus on care-giving for people with 
dementia (Section 2, pp. 11-19).
1.5. The Impact of Dementia on Functional Status and ADL
The decline in cognitive abilities (also termed functional status) has been discussed 
in the previous sections but has not accounted for the effect this decline has on a 
person’s activity of daily living (ADL). This section aims to give detail on ADL in 
dementia, giving a general consensus of how the ability to maintain ADL decline in 
people with dementia and where appropriate will differentiate ADL decline between 
the different sub-types of dementia.
Functional status decline is when an individual is not able to perform tasks 
allocated to their role and therefore experience physical or mental limitations (Stuck 
et al., 1999). Functional status is assessed by the ability to complete activities of
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daily living. Activities of daily living affecting people with dementia include areas 
such as, hygiene, eating, housework, shopping and driving (Bucks, Ashworth, 
Wilcock & Siegries, 1996). These ADL have been placed into two different 
categories (Lawton & Brody, 1969; Millân-Calenti, 2010). The first is known as 
Basic Activities of Daily Living (B ADL) and Instrumental Activities of Daily Living 
(IADL) (Lawton & Brody, 1969; Millân-Calenti, 2010). BADL is defined as basic 
self-care tasks, such as, feeding, bathing, walking learnt from childhood. IADL are 
more complex skills needed to live independently and are usually learnt from teenage 
years, such as, shopping, food preparation and taking medication (Lawton & Brody, 
1969; Millân-Calenti, 2010).
Various ADL scales have been developed to measure a person’s progressive 
decline (e.g. Galasko et ah, 1997; Lawton & Body, 1969). The most popular 
measures that are used and those considered to have the highest validity are 
described in Table 1 (Katz, Ford, & Moskowitz, 1963; Lawton & Brody, 1969; 
Sikkes, Klerk, 0stbye, Tyas, Mcdowell & Koval, 1999; Pijnenburg & Scheltens, 
2009). These scales are mostly measured by health practitioners and are used in 
clinical observations; however, the Bristol ADL is a measure that can be used in the 
community by family caregivers (Bucks et al., 1996). These measures have 
demonstrated the decline of a person’s ADL does not necessarily differ between 
gender, education or dementia types but it does differ with age (Bucks et al., 1996). 
The ADL scales are mainly directed towards people with dementia, there are some 
measures directed specifically towards people with AD and others that measure older 
people with a disability, which can be related to people with dementia (Katz, et ah, 
1963; Lawton & Brody, 1969; 0stbye et al., 1999; Sikkes et al., 2009).
The six scales in Table 1 (pp. 9) demonstrate a good example of what the 
ADL scales measure. Even though they may be in different order and some may 
focus more on BADL than IADL, the main ADL measures in most of these scales 
are from the BADL: eating, dressing, bathing, medicating, toileting, followed by 
IADL: preparing meals, travelling, grocery shopping, financing and telephoning 
(Johnson et al., 2004). Many activities of daily living from these measures address 
food-related activities, such as eating, meal preparation and food shopping. This will
7
be discussed in detail in Sections 5 (Managing care-recipients’ ADL, pp.3 3-46), as it 
seems the process of food, which includes grocery shopping, preparing meals, eating, 
amongst other activities that are included in this process, such as financing and 
transportation, effect people with dementia, as well as having a large impact on 
informal and formal support services. The majority of studies on ADL and people 
with dementia are designed from the caregivers’ perspective as people who are 
cognitively impaired are most likely unable to measure they own abilities accurately 
(0stbye et al., 1999). However, in summary people with dementia in early to 
moderate stages are unable to maintain activities in IADL, mainly in grocery 
shopping, preparing meals, finance and doing housework (Ory et al. 1999; 0stbye et 
al., 1999). Their abilities in BADL have been reported to decline later on in the 
illness but compared to non-dementia groups are most affected with the inability to 
eat, dress and bathe (Ory et al., 1999).
1,5,1. Stages o f  Dementia and Effects on ADL
Most studies use the terms mild, moderate and severe when describing the 
progressive stages of dementia, otherwise known as severity (Leon, Chang & 
Neumann, 1998; Peterson, Stevens & Ganguli, 2001; Suh, Ju, Yeon & Shah, 2004). 
These terms will be used throughout the thesis when describing the stages of people 
with dementia. A common test to measure dementia is the Mini Mental State 
Examination (MMSE) (Folstein et al., 1975). This measures the severity of a person 
with dementia with mild, moderate and severe cut off points, it is usually assessed by 
practitioners but family members can also use this tool and therefore it is used in 
many studies when measuring severity in dementia (Peterson, Stevens & Ganguli,
2001). For example, a Korean study using a sample of 107 participants, found that 
ADL impairment is highly correlated with the severity of their cognitive impairment 
and that the rate of ADL (i.e. hygiene, dressing, and eating) changes in mild and 
severe stages is less than in the middle stage of dementia (Suh et al., 2004). A 
limitation to this study is that they only focused on AD participants, although 
previous research has shown that severity may not be different between the sub-types 
of dementia (Bucks et al., 1996).
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In the mild stages of dementia, the onset is very gradual and difficult to 
identify when it begins (Downs, 1996). As dementia progresses into the moderate 
stages, they are less able to self-care and other people start to manage and supervise 
the most basic ADL. Eventually the person with dementia needs constant 
supervision, as they are no longer able to manage the majority or any of their ADL, 
as they progress into the severe stages of dementia (Moore, Zhu & Clipp, 2001).
1.5.2 Behavioural and Psychological Symptoms o f  Dementia
Furthermore, psychological and behavioural decline occur in dementia, effecting 
ADL. This has been defined as Behavioural and Psychological Symptoms of 
Dementia (BPSD) and is said to effect up to 80% of people with dementia (Tinkle, 
2001; Swearer, Drachman, & O’Donnell, 1988). These symptoms have mainly been 
through observational studies and are comprised of symptoms such as, apathy, 
paranoia, agitation, depression, wandering and anxiety (Finkle, 2003; Lopez et al., 
2003; Norton, Malloy & Salloway, 2001).
Behavioural and psychological symptoms change as dementia progresses 
affecting peoples’ ADL. For example, in a large US study, 1155 people with AD 
were observed on their psychological and behaviour patterns using behavioural and 
psychological scales, such as the Consortium to Establish a Registry for Alzheimer’s 
Disease (CERAD ) behavioural rating scale (Lopez et al., 2003). The CERAD 
behavioural rating scale is a psychopathologic measure that includes symptoms such 
as, depression, anxiety, wandering, and inappropriate behaviour (Tariot, 1997). 
Lopez and colleagues (2003) found that changes occurred overtime in people with 
AD, whereby depression occurred in mild stages, increasing to agitation in moderate 
stages and psychosis, agitation and aggression occurring in the severe stages.
A smaller study by Norton and colleagues (2001) recruited people with 
different sub-types of dementia and their caregivers, found similar findings to that of 
Lopez and colleagues (2003). In addition, to the BPSD they noted that the decline in 
a person’s ADL resulted in poor hygiene, which in turn causes infections. Other 
problems found with dementia progression and effects it has on ADL, were the 
inability to cook and to self-medicate that resulted in malnutrition. From this study it
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was also found that a person with dementia’s progression and ADL, behavioural and 
psychological abilities increases caregivers’ burden and this can result in moving the 
person with dementia to a nursing home (Norton et ah, 2001). The following section 
will discuss care-giving in more detail, defining the difference between formal and 
informal care and the impact dementia has on their caregivers, particular on informal 
care.
2. Care-giving
2.1. What is Care-giving?
The main definition of care-giving is ‘Helping with basic activities for daily living 
(BADL) and/or instrumental activities for daily living (IADL), as well as other 
aspects’ (Ekwall et ah, 2004, pp.239). Dementia care-giving has been divided into 
various categories; from occasionally monitoring a person to see if they need help 
(i.e. telephoning occasionally to see if they need anything), to monitoring once a 
week in order to prevent problems (e.g. taking medication correctly), to helping 
regularly with chores, such as eating and hygiene, shopping, meal preparation, 
otherwise known as everyday and instrumental care (Bowers, 1987; Ekwall, et ah, 
2004; Nolan, Keady & Grant, 1995). This thesis will focus on care-giving that is 
given regularly, and therefore will be the main area of discussion in this section.
Dementia care-giving can be separated into two forms: which are formal care and 
informal care. Formal care is seen as care provided by institutionalised health and 
social-care systems and informal care is seen as care provided by relatives or 
neighbours (Bolin, Lindren & Lundborg, 2007). These two separate forms of care 
can be classified into formal and informal caregivers, both of which provide a broad 
range of assistance for people with a chronic or disabling condition, otherwise known 
as care-recipients (Ward-Griffm & McKeever, 2004). A formal caregiver is generally 
referred to as paid health care professional (i.e. nurses) or paraprofessional (i.e. 
support staff, care assistants); they work in the institutions/nursing home, in the 
community or the cure-recipient’s home (Navaie-Waliser, Spriggs & Feldman,
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2002). Informal caregivers are generally any relative, partner, friend or neighbour, 
who can be the main or secondary caregiver, either living with or separately from the 
person receiving the care and are usually not financially compensated for their 
workload (Health and Human Services, 1998; National Consensus Development 
Conference, 2006; Vitaliano, Zhang & Scanlan, 2003). The terms formal caregivers 
and informal caregivers will be used throughout the thesis when referring to the 
person in each particular role. The term care-recipient will be used when referring to 
the person with dementia.
2.2. Defining The Distinction between Formal and Informal Care
There is a heavy dependence on informal caregivers as formal care cannot take on 
such a large amount of growing dementia patients and this is estimated to be the 
same worldwide (Bien, Wojszel & Sikorska-Simmons, 2007). In several studies, 
from the US and Europe, the ratio between informal and formal caregivers is 7 to 3 
(Bakker et ah, 2012; Cavallo & Fattore, 1997; Rice et ah, 1993; Wimo et ah, 2002). 
These differences in ratios indicate the extent of how much informal caregivers 
provide compared to formal caregivers. However, it must be noted informal 
caregivers help to reduce the use of formal care and maintain care-recipients at home 
for as long as possible before being placed into a nursing home (Bakker et ah, 2012; 
Bonsang, 2009). This indicates the strong ties and interactions between formal and 
informal care and how they can benefit from each other, such as formal services 
offering respite-care to informal caregivers (Wimo et ah, 2007). As informal 
caregivers provide the majority of care for people with dementia, which benefits the 
health-care system as they care for them at home, yet receive the least training 
(Nolan, Ingram & Watson, 2002), informal caregivers will be the main focus of 
discussion.
2.3. Informal Caregivers
Informal caregivers of people with dementia are mainly family members (estimated 
75%), who are mostly older spouses, predominately wives, middle age daughters or
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daughter in laws (McMurphy et ah, 1993; Schulz & O’Brien, 1994). In particular, 
female spouse caregivers are the most common, and only one third are male 
caregivers (Shanks-McElroy & Strobino, 2001). This is due to women generally 
being younger and living longer than their husbands (Mittleman, 2003; Montgomery 
& Koslaskim 1994). Although it has been suggested that more studies evaluating the 
differences between genders are needed, especially in recruiting a balanced number 
of male to female caregivers, as female participants generally outweigh male 
participants (Houde, 2002). This is important as gender is a growing area in gender 
differences in caring for people with dementia (Campbell & Carroll, 2007).
2.3.1. Informal Care-giving and Gender Roles
It has been suggested that men particularly in the western world, were more likely to 
put their loved one is a nursing home, although increasingly men are adapting to the 
role as a caregiver and are just as likely to take on the role as carer as women are 
(Hirst, 2001; Russell, 2001). Studies are now demonstrating that male caregivers are 
not only taking on this role but are capable and willing to adapt to changes in their 
lifestyle and learn new skills in order to maintain their quality of life (Sanders & 
Power, 2009). However, there is a differentiation between gender and adapting to 
caring in everyday activities. An example to demonstrate this is by a US study of 406 
spouse caregivers, where 60% were female, it was found that the males were more 
likely to be in paid work up to the point of the diagnosis of their spouse and were 
more likely to adapt to activities of daily living, such as cooking (65.4%), 
housekeeping (56.8 %) and food shopping (79.0%) that would previously by 
completed by their wives (Mittleman, 2003). A study by Russell (2007b) also 
indicated that male caregivers adapted to personal care and meal preparation that was 
not their traditional role prior caring and therefore supports the notion that male 
caregivers are willing and able to adapt to changes in ADL.
2.3.2. Informal Care-giving, Time and Costs
A recent worldwide study on informal care indicated that the costs amounted to $329 
billion when activities of daily living were measured (Wimo et al., 2010). The costs 
accounted for informal care-giving over time, in other words the more time spent on
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caring, and the more severe the dementia is the more costs are involved. These 
findings have been demonstrated in European and US studies (Jakobsen et ah, 2011; 
Jonsson & Wimo 2009; Wimo et ah, 2002). Other informal care costs include the 
value of caregivers’ time, lost income, expenditure for formal care and excess health 
care costs (Moore Zoo & Clipp, 2001). An example of this can be demonstrated by a 
large US study measuring the costs of informal dementia care using these values 
(Moore, et ah, 2001). They found that the main cost in informal care-giving were 
caregivers time ($6, 295) and caregivers lost earnings ($10, 709), that increased in 
severity. However, this study only used female caregivers, and may be higher for 
males, particularly as most male caregivers are likely to give up a paid job 
(Mittleman, 2003). In addition, how much time informal caregivers spend is also 
difficult to accurately measure, as caregivers may not often appreciate how much 
time they spend with the person with dementia (McDaid, 2001).
Instruments have been devised for this to estimate the time spent helping with 
the person with dementia and their activities of daily living (Clipp & Moore, 1995). 
These instruments that measure time and costs of care-giving have been 
acknowledged in recent studies as important in order to gain an accurate account of 
the time spent by informal caregivers, especially as the amount informal care is 
increasing as dementia grows (Jonsson & Wimo, 2009; McDaid, 2001). Other 
studies have also indicated that costs in informal care increases over time as 
dementia progresses (i.e. Schwarzkopf et ah, 2011). This can be demonstrated by a 
UK study, whereby the mean cost over a three month period increased significantly 
over severity (£6,616= mild, £10,250= moderate and £13,593= severity). This study 
included a control group that indicated a mean cost of £387 over the same period of 
time, demonstrating the large sum of spending an informal caregiver has. 
Furthermore, these costs were mainly time (68.6%) and direct medical costs (24.7%) 
(Sou, Thwaites & Yeardlet, 1999). This study gives a clear indication of the 
differences between costs of non-dementia carers and costs of dementia carers, as 
well as severity progression and costs. As costs increase over time and increases with 
the severity of dementia, a caregivers’ psychological and physical health may be 
affected. Therefore, this leads onto the impact that the caring role has on an informal 
caregiver. The following section will discuss the impact of caring for a person with
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dementia (Section 2.4), which will include psychological and physical affects the 
caregiver experiences.
2.4. Impact Dementia has on Informal Caregivers
Informal caregivers provide intense assistance in terms of managing ADL and as a 
result it does not only cost them financially but psychological and physically 
(Chappell & Penning, 1996; Glueckauf, Stine, Young, Massey & Ashley, 2005). The 
majority of studies on caregivers are conducted in the US and focus on the negative 
impacts, such as health decline (Pinquart & Sorensen, 2003). Literature has 
indicated that caring for a person with dementia is more demanding than caring for a 
person with a physical disability alone, as they require more supervision, are more 
likely not to show appreciation and are more likely to experience depression 
(Pinquart & Sorensen, 2007; Shultz et al., 1995).
The functional impairment and cognitive decline of a person with dementia 
also puts a strain on the relationship between them and their caregiver (Hooker, 
2002). However, some studies have not supported these findings and found that non­
dementia caregivers experience as much physical and psychological distress as 
dementia caregivers (Shultz et ah, 1995). The way these studies are measured may 
influence the results, as the majority of studies use self-report tests, which can be 
prone to bias and therefore more physiological measures need to be used (Hooker, 
2002). Furthermore, the caregiver’s relationship with the care-recipient, gender and 
age needs to be taken into account. Nevertheless, overall studies have indicated that 
most dementia caregivers were found to suffer from poor health (Pinquart & 
Sorenson, 2003).
The main causes found for caregivers’ decline in psychological and physical 
health are due to; physical tasks and limited time to rest, behavioural problems 
caused by the care-recipient, feeling of depression, anxiety, feeling of loneliness, 
isolation and burden resulting in symptoms such as; headaches, back pain and 
arthritis, decreased cardiovascular disease and immune functioning that increases 
with severity (Chappell & Penning, 1996; Russel, 2001; Pinquart & Sorensen, 2007;
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Polen & Green, 2001; Shultz et al., 1995). Stress, particularly long-term chronic 
stress can result in cardiovascular disease, progression of cancer and premature death 
and psychological distress, such as depression and anxiety (Kiecolt-Glaser et al., 
2002; Son et al., 2007; Vitaliano, Scanlan & Zhang, 2003). Findings have shown that 
stress in the majority of dementia caregivers is the cause for these health declines. 
According to Schulz and Beach, (1999), they found that dementia caregivers who 
experienced stress were 63% at risk for mortality when compared to non-caregivers. 
In addition, a study by Papastavroue et al., (2007), found that 68% were at risk of 
stress and 62% experienced depressive symptoms. Furthermore, according to 
Schultz, Mendelsohn, and Haley, (2003) up to 50% of informal caregivers for people 
with dementia experienced clinical depression at the end stage of the care-recipient’s 
life. Most studies emphasised that lower socioeconomic status, age, gender and lower 
education were a strong association for this risk factors occurring (Papastavroue et 
al., 2007)
2.4.1. Care-giving, Gender and Health
Studies have shown that there are physical and mental differences between genders. 
Overall, female caregivers have lower levels of physical and mental health compared 
with male caregivers (Feldman, 2002; Navaie-Waliser & Spriggs; Pinquart & 
Sorensen, 2006). The reasons behind this have been suggested by authors such as 
Hagadoom et al., (2002), due to the fact that female caregivers dealing with illness 
are more likely to take on a caring role, and male caregivers are more likely to view 
the caring role as task orientated. Therefore, male caregivers are seen as less 
emotional and experience less stress resulting in lower physical and mental health 
risks. In addition, it was found that female caregivers would perceive their care- 
giving performance more negatively.
A recent review, using a small number of studies, found depression a high 
risk factor in their mental health and higher in female dementia caregivers than in 
males (Cuijpers, 2005). This supports a previous review by Schulz et al., (1995), who 
found females to be higher in depression and anxiety. The studies in these reviews 
varied by how much time caregivers supervised the care-recipient and whether they 
lived with them or not, therefore the extent of the differences in depression may not
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be accurate. However, it raises important issues such as, the limited amount of 
studies that focus on this area and the impact depression has on maintaining ADL for 
both genders.
Examples of physical health risks in female caregivers, compared with males, 
are chronic fatigue and sleeplessness, stomach problems and weight gain (Navaie- 
Waliser, Spriggs, Feldman, 2002; Thompson et al., 2004; Wilcox & King, 1999). 
Thompson et al., (2004) used self-reports and physical tests, such as measuring 
temperature and heart rate, and demonstrated that male caregivers of people with AD 
had lower levels of physical stress responses, such as high blood pressure, than 
female caregivers, and that, the immune system would be affected more in female 
caregivers. Another study that supported these findings was by Atienza and 
colleagues (2001). They found that by measuring heart rate and levels of physical 
stress between genders, the female caregivers were affected more than male 
caregivers. These participants were caregivers with other types of dementia and not 
just AD, implying that psychological and physical strain does not necessarily vary 
between the different sub-types of dementia.
2.4.2. Positive Aspects o f  Care-giving
Despite dementia caregivers’ experiencing such high levels of psychological and 
physical health decline, it is said that a third of these caregivers have a positive 
experience due to experiencing little distress, particularly those caring for people 
with mild dementia (Hunt, 2003; Schultz & Sherwood, 2008).These caregivers view 
caring as a challenge, but in a positive way. As they learn new skills the carer feels 
like they are helping another maintain their quality of life and this gives them 
meaning to their own lives (Schultz & Sherwood, 2008). An example of this can be 
found in a US study by Brown, Nesse, Vinokur, and Smith (2003), who found that 
mortality, can be reduced by assisting with ADL and providing emotional support to 
their loved one. Their sample consisted of mainly married couples. They providing 
them with a survey questionnaire on assisting with ADL and emotional support, and 
measured mortality by checking the obituaries and death records.
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A link was found between providing support and reduced risk of mortality. 
This was because caregivers found meaning to their lives through caring after the 
person with dementia and as a result had a positive outlook on care-giving (Brown et 
ah, 2003). Another example was by Narayan et ah, (2001), who recruited 55 
caregivers looking after a spouse with dementia and found through questionnaire and 
interview measures that caregivers remained positive in their caring role. This was 
due to them feeling they were managing well, were conipetent and emphasised that 
this was more important to them then the emphases on playing the supportive role. 
Therefore, in this study it was more important for the caregivers to manage well and 
feel they are able to cope with dementia increase than the meaning behind the 
caregivers’ role.
As shown from the last two examples, there are various ideas supporting 
positive care experiences, however the main type of positive care, which has been 
reviewed by Tarlow et al., (2004) have been defined as caregivers’ feeling of 
receiving satisfaction and reward by their role. From Tarlow’s review the negative 
impact on caregivers was also described but as the previous studies indicated, that it 
is the caregiver’s feeling of having a purpose and meaning in life to take care of their 
loved one that brought positivity to their role, and by managing well they also gain a 
sense of reward, therefore gaining an overall positive outlook.
Specific activities of daily living have been highlighted as being most 
enjoyable and an area where maintaining these abilities in the person with dementia 
can benefit both caregiver and care-recipients. These positive domains of activities in 
care are social activities, such as mealtimes, leisure time (e.g. grooming, short trips, 
outings and music-related activities) (Helen, 2000) (Section 5.1 describes the role of 
food in further detail, pp.36-38). Eating in particular, has been described as a 
pleasant activity, as it provides memories, maintains traditions, and is a significant 
activity of each day, due to the effect not eating correctly can have on ones 
nutritional status (Helen, 2000). Food-related activities have been described as 
playing an important role for dementia caregivers and their care-recipients lives. This 
is because it gives them an opportunity for cognitive and emotional engagement and 
an opportunity for them to be together and connect (Keller, et al., 2007; Keller et al.,
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2010). Other aspects of positive food-related activities have been described as 
creating and maintaining life-satisfaction and self-worth for both parties (Aselage & 
Amelia, 2010; Chang & Roberts, 2008). A critical review of dementia caregivers and 
food-related activities will be discussed in Section 6 and 7 (pp.38-56).
As most research has focused on the negative impact of caring, the positive 
impact of caring for people with dementia also needs to be studied further. This will 
be beneficial to show how caregivers can have a positive outlook and therefore 
improve their own health, as well as those of their care-recipients. A positive outlook 
on the care-giving role has shown to reduce stress and improve the relationship 
between carer and care-recipient (Hilgeman et al., 2002; Tarlow et al., 2004). 
Therefore, interventions need to be developed in order to reduce stress and in turn 
reduce psychological and physical health risks in caregivers and care-recipients. This 
is important to reduce negative outcomes and increase positive outcomes for 
caregiver and care recipient (Narayan et ah, 2001). The following section will 
further discuss the topic of stress and the impact dementia progression has on their 
caregiver, as well as describing stress health models designed to measure caregivers 
stress and coping skills.
3. Caring as a Stressor
3.1. What is Stress?
Thé majority of psychological and physical health risks experienced by dementia 
caregivers are caused by stress. Therefore, it is important to define stress and 
examine ways research has measured caregivers’ stress and how they can manage 
their stress (Schulz and Beach, 1999). The most common definition in psychology is: 
'Stress is a negative emotional experience accompanied by predictable biochemical 
physiological, cognitive and behavioural changes that are directed either toward 
altering the stressful event or toward accommodating to its effects ’ (Baum, 1990, . 
pp.656).
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Stress is caused by factors known as stressors (Thoits, 1995). Stressors are 
mainly seen as life events, chronic strain and daily hassles, however, people may 
react differently to the same stressors (Thoits, 1995). Some may perceive the same 
stressors as harmful or threatening, and others may manage these stressors without 
experiencing stress (Lazarus & Folkman, 1984). Predominately one stressor triggers 
another stressor and it is the ability to deal with these developments of stressors that 
affect the individual (Pearlin, 1989). People are able to adapt to stressors over a short 
period of time but over a long period of time these stressors can affect the person. In 
particularly, the most vulnerable are more likely to be affected, for example, children 
and the elderly (Rogers, 1990). This can be due to various elements, such as having 
little control over their environment and having little social support (Rogers, 1990).
3.2. Dementia Care-giving and Stress
Many studies of dementia have focused on informal caregivers’ burden or stress and 
found that causes of this stress are stressors such as, the severity of dementia, 
behavioural and psychological difficulties of the care-recipient (Zucchella, 2012). 
Burden has been defined as simply ‘the negative outcomes experienced by 
caregivers ’ (Chwalisz, K., 1992, pp. 189). These negative outcomes are the 
psychological and physical health risks experienced by the caregivers, which have 
been described previously in the care-giving section (2.4, pp. 15-17). The terms stress 
and burden have been used in similar context as they are both viewed as a negative 
outcome experience, which is produced by other variables (stressors) (Donaldson, 
Tarder & Bums, 1997). Therefore, stress and burden will be used as interchangeable 
terms, depending on how the research or study term’ these negative outcomes.
The majority of studies have found that care-recipients’ behavioural problems 
are the main stressors in dementia care-giving and therefore the main cause of 
negative outcome (Bums & Rabins, 2000; Hooker et al., 2005; Pinquart & Sorensen, 
2003; Schulz et al., 1995). For example, a review by Bedard et al., (2000), found that 
out of 53 studies, 74% had a strong association with behavioural problems in 
cognitive impaired care-recipients and stress experienced by their caregiver. These 
behavioural problems are areas such as, wandering, repetitive questioning, and 
inappropriate behaviour (William et al., 2005; Miyamoto et al., 2002). A US study
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by William et al., (2005), interviewed 103 caregivers and found that difficult 
behaviour in care-giving developed resentment towards the care-recipient more so 
than the illness itself. This is due to caregivers’ needing to spend more time 
supervising and adapting to activities of daily living as the care-recipients’ 
behavioural difficulties increases caregivers’ burden (William et al., 2005). The 
limitation to this study is that specific ADLs were not defined therefore it is not 
knowing exactly what areas in activities of daily living the caregivers manage. 
Longitudinal studies, for example by Hooker et al., (2005) also indicated that 
physical and psychological health declines in caregivers due to stress as a result of 
behavioural difficulties.
Additionally, a study by Miyamoto, et al. (2002), supported these findings 
and found behavioural disturbances cause distress to caregivers and that mobile 
people with dementia caused more distress than non-mobile people with dementia. 
However, this particular study was based in a day centre, and therefore does not 
specifically focus on the difficulties caregivers encounter at home. These studies 
used interviews and measures through questionnaires, such as MMSE (Folstein et al., 
1975), Zarit Caregiver Burden Interview (Zarit et al., 1980) and other ADL and 
behavioural disturbance test scores. As behavioural difficulties in people with 
dementia have been highlighted as the major problematic area to manage, it will be 
discussed in more detail.
According to Volicer (2009), there are two types of behavioural symptoms in 
dementia, disturbing and non-disturbing (see Figure 1, pp.22). The main non­
disturbing symptom has been described as apathy, and is the most common form of 
behavioural symptom in people with dementia (Ishii, Weintraub & Mervis, 2009). It 
is said to form the fewest problems, however, non-disturbing symptoms are still 
described as reduces the person’s quality of life and affecting their ADL. The 
disturbing symptoms have been divided into uninvoked, which is caused by dementia 
decline and invoked caused by environment and physiological stimuli or by 
interactions with other people. Uninvoked symptoms are those, such as agitation, 
restlessness and disruptive physical and vocal behaviour. The behaviours in invoked 
symptoms are elements cause by the environment such as hunger and thirst and
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interactions between other people. These interactions are mainly described as 
resisting to care-giving, as the person with dementia may be confused to why they 
need assistance and therefore reject the carer. They then become disruptive in their 
behaviour, which can often lead to aggression and as a result causing great difficulty 
for the caregiver and distress for both caregiver and care-recipient.
Behavioural symptoms of dementia
Disturbin'
Non­
disturbing
APATHY
Uninvoked Invoked
AGITATION
. Interaction with others
Environment RESISTIVENESS TO
CARE
Figure 1. Types of Behavioural Symptoms of Dementia that have Negative 
Impact on Quality of Life (Volicer, 2009)
3.3. Coping in Dementia Care-giving
The reasons some caregivers adapt better than others are due to individual coping 
abilities and how they manage difficult situations, particularly as dementia 
progresses (Zucchelle et ah, 2012). A common understanding of coping has been 
defined as: 'Oogmhvg nW be/zavmwra/ gjÿbrAs to TMasfer, rg&zce, or fo/erofg t/ze 
mferW  OMdkor exferW cZgmoWj f/zof ore creaW  by o jfr&M/wZ gvenf (Folkman, 
1984, pp. 843). Another definition of coping is by Perlin, Mullan, Semple and Skaff 
(1990, pp.590), Copmg represent.? bobovzowrj oWpracfzc&y q/zWzwWwoA a? f/zqy 
act on t/zezr own bc/zo/f Coqzng zn rgjponjg to Zz/e ^ robZenz^ bovzng tZzree joo^zbZo 
yhnctzonj/ znonogo/ngnt q/t/zg ^ztnotzon gzvzng rzTe to strejj; nzonogenzent q/t/ze 
zneonzng q/t/zg ^ztnotzon ^wo/z tZzot zt^  t/zrgot zv recZncg^ Z; onrZ /nonogenzent q/tZzg 
stress symptoms that result from the situation. ’ Furthermore stress and coping are
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very much interlinked and a person’s coping ability can depend on the resources they 
have around them, i.e. social support (Lazarus & Launier, 1978). In addition, the 
person’s determinations and values also come into play when developing coping 
skills (Lazarus & Launier, 1978).
Dementia caregivers differ in their coping abilities depending on their levels 
of stress and how effective they perceive they can manage their role as a carer 
(McLennn, Habermann & Rice, 2010). Especially with dementia care-giving it is 
usually over a long period of time and transitions must be made in order to adapt and 
therefore cope with the decline of the illness (Kneebone & Martin, 2003; Lazarus & 
Folkman, 1984). Managing this decline by developing good coping skills reduces 
stress and in turn improves their well-being, helps maintain the relationship with the 
care-recipient, others around them and overall maintains their quality of life 
(Ingebresen & Solen, 1998). This is particularly highlighted within the spouse 
relationship were role changes occur between the couple and emotional levels are 
affected as the partner has to learn a new routine in later life, which can be difficult 
(Ingebresen & Solen, 1998). Maintaining the caregivers’ health as well as the person 
with dementia is also an area that affects stress and coping. This is because 
caregivers have less time, for example to exercise or prepare nutritious meals for 
example, and therefore adapt to negative coping behaviour (e.g. over eating, drinking 
or smoking) and in turn does not reduce stress (Gallant & Connell, 1998). Studies 
developed to assess the impact on stress and coping in care-giving for people with 
dementia have been through stress and coping models (Schulz & Martire, 2004).
3.4. Stress and Coping Models
The majority of dementia caregivers who experience distress are measured by stress 
and coping models or otherwise known as stress-health models, which in turn 
influence existing interventions (Schulz & Martire, 2004; Vitaliano, Zhang & 
Scanlan, 2003). These stress-health models are designed to assess dementia 
caregivers’ health and coping skills, as well as social support that is received to 
reduce stress and burden (Pearlin, et al., 1990). Most stress-health models for 
caregivers for dementia refer to the Lazarus and Folkman (1984) theory (the
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transactional stress theory) and the Pearlin and colleagues’ theory (1990) (theoretical 
model on stress and coping) (Gaugler et ah, 2000).
The theory by Lazarus and Folkman (1984) suggested that potential harmful 
demands, otherwise known as stressors in the environment, is assessed by the 
individual to whether it is harmful or threatening. These are called primary appraisal. 
Secondary appraisals account for how the individual handles the threatening situation 
and this is separated into two different coping strategies (emotional-focused and 
problem-focused). Emotional-focused coping strategies are those such as avoidance, 
and problem-solving coping strategies are those, such as focusing on problem 
solving. For example, if a loved one has been diagnosed with dementia and it is 
viewed as threatening or harmful and there are limited resources (i.e. social support) 
then the individual does not adapt well nor develop the appropriate coping skills, 
resulting into negative outcomes (psychological/physical health risks). If they avoid 
thinking about losing their loved one to dementia (emotional-focused) and 
concentrate on ways of how to deal with the situation (problem-solving), then they 
are more likely to adapt well to a potentially stressful situation.
The theoretical model on stress and coping by Pearlin and colleagues (1990) 
is especially designed for dementia care-giving; therefore this model will be the main 
focus in this section (see Figure 2, pp.26). The main aim of this model is to find how 
stressors arise and how they are associated with each other. The outcomes of these 
measures were the caregivers’ psychological distress (Suk et al., 2006). The model 
consists of factors that influence the outcomes. These are primary stressors (e.g. 
meeting care-recipients’ needs) and secondary stressors (e.g. produced by primary 
stressors). Both stressors address the social economical background of caring. Other 
elements of the model are the intra-psychic strains (e.g. self-esteem) and mediating 
factors, which are coping and social support factors. The primary stressors are 
divided into objective and subjective indicators. The objective indicators are factors 
that demand care-giving. These are dementia cognitive status, behavioural problems, 
ADL and number of hours caring per week (Shulz, & Martire, 2004). The subjective 
indicators are the results from the objective indicators (e.g. too many stressors to
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cope with little outside help) (Lavretsky, 2005; Pearlin, et ah, 1990; Shulz & Matire 
2004; Suk et ah, 2006).
Intra-psychic strains for caregivers include elements, such as competence in 
their ability to cope with dementia progression and whether they experience a loss of 
themselves. The more confidence they feel the better they will believe they can cope 
and hence develop better coping skills. Pearlin and colleagues (1990) described 
social support as ‘either preventing or inhibiting the development o f secondary 
stressors ’ (pp.590). They described social support as having two domains; these are 
instrumental and expressive support. Instrumental support is described as someone 
assisting the caregiver in ADL, e.g. with household chores or other care-giving 
responsibilities and expressive support is defined by caregivers receiving emotional 
assistance from friends and family.
The theoretical model on stress and coping was designed to measure the 
impact of caregivers’ health and behaviour in the progression of dementia. Pearlin’s 
model was viewed as an area that can be built on or developed with other measures 
rather than using it on its own (Pearlin et ah, 1990). It has been criticized as only 
focusing on negative outcomes and further developments have been made to 
incorporate positive outcomes (Kamer et ah, 1997). It is important to learn exactly 
how a caregiver adapts to stressors of caring and therefore how identifying positive 
aspects can reduce the impact of care-giving stressors (Quinn, Clare & Woods,
2012). Pearlin’s theoretical model on stress and coping has been extended by various 
researchers to include aspects, such as religion (LeBlanc, et ah, 2004), ethnicity and 
culture (Dilworth-Anderson, Willimas & Gibson, 2002).
A Korean study by Lee, Kim & Kim, (2006), adapted Pearlin’s theoretical 
model on stress and coping to measure positive and negative outcomes. This was 
done by using certain scales that were the same as Pearlin and colleagues’ model, 
such as, coping and social support scales but also used Korean adapted scales. Lee et 
ah, (2006), found that Korean caregivers have less subjective stressors than US 
caregivers and this was described as being due to a culture difference. Koreans are 
viewed to be more accepting of aging and decline; however the results from the
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social support and coping abilities scales indicated similar accounts to those in the 
US. This study could be viewed as biased as they adapted their own scales for 
assessments. However, more studies should be done in order to give a clearer idea of 
traditional views and adaptations in caring, throughout different cultures, looking at 
both positive and negative outcomes.
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Figure 2. The Theoretical Model on Stress and Coping (Pearlin et al. 1990)
Other areas that can affect the stress and coping process are interventions 
(Schulz & Martire, 2004). The stress-coping model has been used to develop and 
evaluate interventions (Schultz, 2002). As discussed in a review by Schulz &
Martire, (2004), these interventions cover elements such as social support, education, 
skills training, preventive health practices, which in turn reduce primary stressors, 
e.g. care recipients’ behavioural problems. By increasing caregivers’ knowledge of 
how to cope with dementia progression e.g. either through education or social 
support, demands on caregivers’ may be reduced, allowing them to adapt better to 
dementia progression, resulting in less distress for both caregiver and care-recipient 
(Schulz, 2002). This may be because increasing awareness through providing 
interventions can assist in developing caregivers’ coping responses, therefore 
becoming emotionally stronger and help them develop better problem-solving 
strategies.
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From the Schulz & Martire, (2004) review, they found that the main types of 
interventions for dementia caregivers that have been found to lower caregivers’ 
distress are social support, education, and skills training interventions. In addition, 
other studies have provided evidence that education, support and building skills are 
important and beneficial interventions in reducing caregiver distress (Sorensen, et ah,
2002). From Pearlin’s stress-coping model, it was emphasised that social support and 
coping were the main mediators, however, further investigation has broken down 
social support into various interventions. These forms of interventions will be 
discussed further in the following section.
4. Interventions in Dementia Care-giving
There are a number of interventions for informal dementia caregivers that have been 
designed to decrease negative outcomes, e.g. depression and anxiety, and improve 
positive outcomes, e.g. self-esteem and competence (Nelis, Quinn & Clare, 2008; 
Parker, Mills & Abbey, 2008). These are educational interventions, such as training 
and providing information. Other interventions are in the form of social support, 
either by health professionals informing them of ways of how to adapt to difficult 
situations or in the form of peer support activities, such as organised social events 
(Pinquart & Sorensen, 2006). Furthermore, there are forms of interventions whereby 
removing the person with dementia and allocating them in respite-care or day centres 
result in relief from the caregivers, which allow them to recharge for a short period 
of time (Salin, Kaunonen & Astedt-Kurki, 2009). These interventions are either 
grouped based or are applied for the individual only. The interventions are designed 
to provide psychological and behavioural treatments, as well as to inform caregivers 
of the changes that may occur in the care-recipient.
In reviews by Nelis, Quinn and Clare, (2008) and Parker, Mills and Abbey, 
(2008), they found that interventions targeted to reduce psychological burden 
experienced by caregivers are beneficial. In general, these benefits occurred only 
once the caregivers completed the intervention provided to them. However, follow- 
ups on these beneficial effects have been scarce. For example, Brodaty, et al. (2003), 
devised a meta-analysis of 30 controlled studies and found modest benefits on
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caregivers’ psychological status. In addition, there were modest effects in improved 
knowledge, coping skills and social support. Despite the moderate effects the 
caregivers encountered, most caregivers rated ‘satisfied’ to very ‘satisfied’, when 
providing feedback and said that they would participate in an intervention again if 
offered. Those interventions that were not seen as beneficial were short interventions 
that provided brief advice and support and those that provided only support groups or 
single interviews. To conclude, these interventions where viewed as helpful assisted 
to the caregivers’ needs (Teri, 1999).
4.1. Educational Intervention for Dementia Caregivers
Educational interventions, such as training programs to develop caregivers’ skills in 
order to handle difficult behaviour from their care-recipients are at the forefront of 
the interventions (Farran, et al., 2007; Teri et al., 2005). This is because difficult 
behaviour has been shown to cause the most distress in caring (Farran, et ah, 2007; 
Teri et ah, 2005). A study by Terri, McCurry, Logsdon and Gibbons, (2005) devised 
a problem-solving intervention to manage dementia behavioural difficulties for 
carers over an eight-week course. They found that even after a six-month follow-up, 
caregivers’ distress decreased. These measures included screening for caregivers’ 
burden, depression and stress. A similar study Farran et ah, (2007), included a 
training program but also provided brief information and support. They devised an 
intervention whereby nurses and social workers trained caregivers in developing 
coping skills to deal with disruptive behavioural symptoms.
They identified that brief information and support, plus building skills for 
caregivers were as effective as each other in improving coping skills over time. This 
was over 12 weeks, with a six and 12-month top-up session. However, the results at 
baseline showed that building skills was more effective in reducing caregivers’ 
distress than providing brief information and support. This suggests that training 
caregivers can initially be effective and increase a person’s confidence more than 
providing brief information and support. However, over time, training, brief 
information and support provides the same amount of education for the carer as they 
learn to develop the appropriate coping skills.
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The training interventions may depend on the amount of hours the caregivers 
are trained for and what measures are used to provide the outcomes, e.g. satisfaction 
questionnaire, coping or stress scales. Other more general training programmes on 
how to provide care for people with dementia were RCT studies developed by 
Hepburn and colleagues (2001; 2005). They measured caregivers’ beliefs and care- 
recipients’ memory and behavioural problems from the caregivers’ point of view. 
This was compared to a control group and findings indicated that the intervention 
group significantly improved their coping skills and increased in self-belief, 
compared to those who did not receive the training. In addition, the intervention 
group decreased in their depression and overall distress. Both Hepburn studies (2001; 
2005) measured over 100 caregivers and foliowed-up initial results after 6 and 12 
months.
Other forms of training provided to informal dementia caregivers are 
cognitive-behavioural techniques (CBT). CBT training programmes have been 
implemented with success and have found to reduce distress in caregivers, as well as 
successfully developing coping strategies (Gallagher-Thompson et ah, 2003). For 
example, a study by Akkerman and Ostwald (2004), focused primarily on reducing 
caregivers’ anxiety with a cognitive-behavioural intervention by addressing CBT 
components. They addressed caregivers’ anxiety, e.g. trained them how to use 
relaxation techniques. The results found significant improvements at baseline and 
overtime (six week follow-up) but that further training, monitoring or further support 
may be needed as dementia progresses and changes occur resulting in increasing 
levels of care-giving intensity. These educational training programmes are generally 
known as psycho-educational interventions as they primarily aim to inform and 
prepare caregivers on managing dementia progression, increase their self-efficacy 
and make them feel competent by reducing their anxiety (Hudson, Aranda & 
Hayman-White, 2005). Other types of interventions may be incorporated into these 
psycho-educational training, such as social support elements; but it is not the main 
priority.
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4.2. Support Interventions for Dementia Caregivers
Support interventions are mostly organised through support groups, whereby 
caregivers can also gain support from peers, informal support, as well as formal 
support (Miller 2001). Formal support can come in different forms, such as nurses, 
volunteers, occupational therapists and general practitioners (Tin, 2009). This type of 
informal and formal support; otherwise known as social support, acts as a mediator, 
affecting caregivers’ stressors that can buffet distress (Miller et al., 2001). Miller 
described two forms of social support: informal and formal. Informal has been 
described as support from friends and family that provides levels of emotional and 
instrumental support. Emotional support decreases distress and increases self-worth 
and sense of acceptance by others. Instrumental support has been described as 
decreasing distress by receiving assistance and respite-care that may be provided by 
family or friends. Formal support may also provide instrumental support through aid 
and respite care.
Health professionals, such as general practitioners are able to provide 
information and give direction as to where caregivers can go for community support 
services; however, little is known about how they can access these services (Brodaty, 
2005; Robinson et ah, 2009). These targeted services can benefit caregivers and the 
person with dementia as studies have indicated that they reduce burden, increase 
coping skills and quality of life (Robinson et al., 2009; Salin et al., 2009). As 
dementia increases, caregivers seek more information and social support, therefore 
the timing of receiving this intervention is important to prepare caregivers in advance 
and to prevent negative outcomes occurring later (Salin et al., 2009).
An Australian study supporting this was developed by Robinson and 
colleagues (2009), whereby they conducted three focus group on the topics of the 
timing of when diagnosis occurs, information given that follows the diagnosis and 
the way they received this information. The caregivers emphasised that there is room 
for improvements as they felt a sense of helplessness, particularly in the early stages. 
They described there being limited information and services and follow-up phone 
calls. This led to feelings of being unsupported, confused and anxious. Robison and
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colleagues study only used a small sample and a bigger sample is needed in order to 
gain a wide perspective of the level of demands caregivers have, as well as support 
that is provided to them. However, recommendations were given on how to improve 
these services. They recommended that by giving a prompt diagnosis and by 
providing information to caregivers through various strategies, they can improve the 
support needed for dementia caregivers. Furthermore, they believed that these 
recommendations can be implemented in other countries, as suggested by other 
international literature (Robinson et ah, 2009).
Support interventions have been shown to decrease distress and therefore 
improved quality of life. For example, a study by Fung and Chien (2002), provided a 
mutual support group of 52 caregivers and provided training over a 12-week course, 
they demonstrated that specific dementia caregiver services had a higher impact on 
their well-being than a conventional service. Thus implying that focused services and 
training are important and need to be implemented as a standard procedure.
Formal and informal services combined have been shown to be more 
beneficial and to give the best outcome (Rennet et al., 2000). For example, a study 
looking at peer support alone found that it was not enough to help reduce caregivers’ 
distress (Pillerman & Suitor, 2002). This study used volunteers who were previously 
caregivers themselves and trained 115 participants, along with exercise and activity 
tasks to aid communication and improve the caregiver’s role. The results indicated 
no improvements in caregivers’ self-estëem or lowering depression, suggesting that 
other types of support should be incorporated into this. However, the type of training 
used for this peer support could be varied in order to make improvements.
Creating a social support network and providing information support groups 
has been shown to improve emotional well-being for dementia caregivers and assists 
in reducing burden, as well as helping to manage the role of caring itself (Acton & 
Rang, 2001; Lin et al., 2011; Thompson et al., 2007). Areas such as the measures to 
assess burden may come into play; but in addition it has been found that the most 
beneficial type of intervention is to combine information, support and education to 
give the best outcome (Acton & Rang, 2001). However, social support is still very
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much needed to assist caregivers, in order to establish connections and provide them 
with information and direction to the appropriate training to develop skills on how to 
cope with dementia care (Acton & Kang, 2001 ; Lin et ah, 2011 ; Thompson et ah, 
2007). These results have been found, in both Western and Eastern cultures (Lin et 
ah ,2011).
4.3. Written Information for Dementia Caregivers
Information-based interventions have indicated improvements in developing skills 
for carers and enabling them to apply information provided to them for their care- 
giving role (Pinquart & Sorensen, 2006). However, information-based interventions 
do not necessarily reduce distress (Pinquart & Sorensen, 2006). Written information 
intervention, for example, in the form of a booklet, have also indicated an increase in 
knowledge but do not necessarily decrease caregivers’ distress (Chang et al., 2010; 
Done & Thomas, 2001). Done and Thomas (2001), devised an intervention 
comparing training and booklet information and the effects it has on burden and 
emotions on caregivers. It was found that the booklet alone was not enough to 
decrease distress but assisted in improving knowledge and awareness. An 
information booklet evaluation study of 223 caregivers was also found to improve 
knowledge, 97% of participants found it helpful and caregivers emphasised that there 
is a need to provide information early on in the process, as well as 95% noting that it 
would be useful for the future (Chang et al., 2010).
Predominantly, studies on written information for dementia caregivers have 
been found to be useful: however, they have been lacking in quantity, quality and 
availability (Downs et al., 2002). Furthermore, it is necessary to have these materials 
available in order to prepare caregivers from the point of diagnosis to the end stages 
(Downs etal., 2002). Many of these studies do not highlight what areas caregivers 
need or their main areas of interest. There have been studies indicating that 
caregivers want to receive information on respite care, community services and 
knowledge of dementia (Fortinsky, Unson & Garcia, 2002; Lin et ah, 2011). Many 
caregivers are not provided with the correct information or guidance from the point 
of diagnosis (Robinson et ah, 2009). In addition, the type of information or training
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that is needed has not been specific in terms of how to deal with changes in activities 
of daily life. The following section (Section 5. pp.33-36) looks more closely at 
caregivers’ needs in managing dementia progression and the effect functional status 
and activities of daily living has on the caregiver.
In this thesis, it will be important to find what interventions are available for 
dementia caregivers, and how useful they think these are. Particularly, educational, 
information and social support interventions; as they have been found to benefit the 
caregiver by assisting them to develop skills in handling difficult behaviour and 
improving their knowledge to provide better care. Written information interventions 
are particular of interest to be applied in this thesis, as it increases knowledge and 
awareness quickly, efficiently and with little cost or effort from the health 
professional and carer (Chang et al,. 2010).
5. Managing Care-recipients Activities of Daily Living
As dementia progression so does the independence of the person with dementia in 
their everyday activities. Increasingly they become dependent on others to provide 
them and assist them with every day chores (Norton, Malloy & Salloway, 2001). 
Over time cognitive and behavioural decline result in institutionalisation or an 
increase in formal services to assist them in the home, as informal caregivers can no 
longer manage basic activities of daily living (BADL) or instrumental (IADL) on 
their own (Anderson et al., 2004). Only recently has research focused on the impact 
cognitive decline and behavioural difficulties has on everyday activities of a person 
with dementia and in effect how it impacts on their caregivers (De Vaug et al., 2004).
A number of studies have measured BADL and IADL in people with 
dementia and how their caregivers experience this decline and the extent to which 
caregivers have to adapt and change their routine. It has been found that dementia 
caregivers must adapt to ADL more than non-dementia caregivers in most aspects of 
daily activities (De Vaug et al., 2004). A Canadian report by 0stbye and colleagues 
(1997), examined the percentages of BADL and IADL of 800 people with dementia, 
from their point of view and that of their caregivers, as well as comparing this with a
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control group. The results indicated that both groups were highly independent in 
BADL, with bathing as the lowest. In the IADL there was a significant difference 
between the control group and the dementia group. Dementia caregivers measured 
their care-recipients as having lower IADL, particularly in the moderate stages of 
dementia. For example, in shopping, preparing meals, managing their own money 
and doing housework. This study concluded that people with dementia are able to 
give an account of their abilities. However, their caregivers may give more of an 
accurate account as dementia progresses over time when the care-recipient is unable 
to measure their own abilities accurately.
A US study by Small, Geldart and Gutman (2000), examined communication 
decline between dementia caregivers and their care-recipients and how this affected 
BADL and IADL. The activity most affected by communication was using the 
telephone, followed by using the bathroom and meal preparation. Most activities 
were reported more in the mild to moderate stages than moderate to severe, except 
bathing, meal preparation and eating. These were described as areas where there was 
less communication in moderate to severe stages. The percentage of care recipients’ 
independence was also measured by the caregiver and it was found that a lack of 
independence occurred mostly in meal preparation, dealing with money and eating. It 
was suggested that interventions to address communication and behavioural decline 
in daily living activities can help to maintain an optimal level of independence for 
the care-recipient, and as a result making everyday activities easier for both parties.
This study showed similar results to 0stbye et al (1999), in terms of 
functional status decline in people with dementia from their caregivers’ point of 
view, using a much smaller sample however. These studies used qualitative 
interviews and therefore common quotes found from the analysis were mainly based 
around food preparation and trying to locate items due to the person with dementia 
experiencing memory loss. For example, the caregiver would describe the care- 
recipient as preparing lunch and then suddenly forget what they were doing, resulting 
in the caregiver having to finish the task (Small, et al., 2000). A study supporting the 
results that dementia caregivers’ experience more distress due to ADL
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responsibilities than non-dementia caregivers can be demonstrated by a US national 
survey (Ory et ah, 1999).
Ory and colleagues (1999) demonstrated that dementia caregivers do assist 
more in BADL and IADL than non-dementia caregivers in the majority of activities. 
All ADL had a significant higher percentage in dementia caregivers than non­
dementia caregivers, with activities such as, feeding, bathing and getting dressed 
having the highest rate between the two groups. Dementia caregivers gave a higher 
rating (all above 60%) than non-dementia caregivers for IADL. The highest 
percentage given for IADL in caring for dementia were transportation, housework 
and grocery shopping, followed by preparing meals, arranging/supervising outside 
services and managing finances. Dementia caregivers were reported to experience 
more distress than non-dementia caregivers and the results in IADL had the largest 
difference between the groups in arranging supervising for outside services.
Ory et ah, (1999) examined the activity of receiving outside services in 
further detail and found that dementia caregivers utilised support services more than 
non-dementia caregivers. They were reported to use services such as home services 
(e.g. meal services or nursing care services), adult day-care centres and were more 
likely to participate in support groups. This study had a higher percentage of non­
dementia caregivers which could give a biased account between the differences of 
the two groups. However, within the dementia caregivers’ group a significantly high 
percentage reported that they do use these services. Overall, the majority of these 
studies found a higher percentage of dependence on dementia caregivers in grocery 
shopping, meal preparation, housework, transportation, finances and eating.
As dementia caregivers are said to experience more burden and distress than 
non-dementia caregivers, due to care-recipients’ cognitive decline and behavioural 
difficulties it is in these daily activities that the caregivers manage and cope better. 
Therefore, by gaining informal support and formal support by outside services they 
can gain more knowledge, develop their coping skills and experience satisfaction in 
their role as a carer. The studies that describe the impact dementia progression has on 
daily living activities for caregivers and their care-recipients was able to provide
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information on a set group of ADL that were most affected, e.g. grocery shopping, 
food preparation, eating, finance and transportation. From this set group a theme 
emerges, a theme of food-related management. As food is seen to be an enjoyable 
element of life in general, it is important to continue these daily activities even 
during dementia progression as it can have a positive effect on caregivers and care- 
recipients. Maintaining food management can reduce distress and improve quality of 
life for both parties. The role of food will now be discussed in more depth.
5.1. The Role of Food
Food has been viewed as an enjoyable and pleasurable part of life as events that are 
significant, for example, with birthdays and weddings (Rozin, 1996). The role of 
food has been found central to peoples’ lives from birth to childhood all the way 
through to later life, (Rozin, 1996). Food has been described as important to a 
person’s identification and culture, as well as providing a strong link to social 
interactions and psychological well-being (Barr & Schumaker, 2003). There have 
been limited studies in the role that food has in everyday lives by health 
psychologists but they have increased over the past decade or so from researchers 
such as Ogden (2010) and Rozin et ah, (1999). A definition to explain the role of 
food has been described as, ‘Food is essential for life. It provides subsistence, 
nutrients and energy. Food is critical to our physiological well-being, but what, 
when and how we eat also contributes to our social, cultural and psychological 
quality o f life. In many ways, food defines who we are. It is entwined with our sense 
o f s e lf’ (Barr & Schumacher, 2003b, pp. 177).
Cultural identity plays an important role in food and enjoyment, for example 
a study by Rozin and colleagues (1999) explains this in further detail. They 
examined the context of everyday life and the role food plays in four different 
countries using a 25-item American questionnaire on the meaning of health and food. 
The countries chosen were the US, France, Japan and Belgium. Although Japan may 
not have had enough participants to show a valid outcome, the results found a strong 
link between a healthy diet and pleasure, with the exception of the US, France had a 
much more relaxed and positive attitude towards food, followed by Belgium. Other
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areas such as attitudes to food and relations to stress differed amongst each country 
and overall gave a range of different attitudes towards food as a stressor or pleasure.
Rozin and colleagues (1999) concluded that this may account for food- 
related illnesses, such as eating or cardiovascular disorders, as the psychology behind 
food may affect the everyday view of life with food and eating. However, pleasure 
remained the highest result from the questionnaire. Women reported more concern 
and worry towards food due to body image and in contrast men gave a higher 
account towards pleasure and food than women. This study indicates that there are 
differences with peoples’ views on diets, food-related stress and food pleasure and 
between cultures. This study also indicates a link between concern and worry and 
that of decreased pleasure may occur towards food. By supporting and educating 
people, less stress can occur, thus increasing the enjoyment of food.
Attitudes towards food may vary from country to country but mealtimes for 
families, friends and others getting together around the table to eat is generally seen 
as a social event - an enjoyable time and an opportunity to meet, discuss and form 
close bonds with others (Berg, 2006). Ogden (2010) described the importance of 
food and how social interventions revolve around it, in particular during mealtimes 
and at the table. This is due to taking the time to communicate with one another and 
as a result 'create a sense o f group identity’ (Ogàvn., 2010, pp. 72). In addition, she 
discussed that conflict may occur during this time, for example Van Otterloo and 
Van Ogtrop (1989), found that women would prefer to feed their families healthy 
food but conflict would arise as the family would prefer unhealthy food. This brings 
on the discussion of women’s traditional role in the family taking care of feeding 
them, preparing the meal and making sure all of them are eating well. Men, on the 
other hand, traditionally remain unfamiliar with meal preparation and the enjoyment 
of received meals may depend on the relationship they has with their wives 
(Hendrinks, Calasanti, Tumder & Howard, 1988).
Also, the woman’s role as meal preparer may depend on how she feels about 
her partner. However, generally woman has been described to take her role in 
preparing and providing a meal for her family as one to be proud of (Vesnaver &
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Keller, 2011). Nevertheless, modem times have changed and gender roles in food 
preparation are increasingly becoming equal for men and women. However, for older 
people this still remains traditional. This may influence older people as they decline 
psychologically or cognitively, affecting their functional status. At this point they 
will need to depend on their social relationships i.e. an informal caregiver to assist 
them with food-related processes, such as food shopping, meal preparation and, in 
severe cases, with eating (Vesnaver & Keller, 2011).
Maintaining enjoyment and pleasure is important as food activities play a 
vital role in social context: interacting with each other enables people to maintain 
relationships and in turn creates meaning to a person. Eating brings pleasure to 
people with dementia however; health care providers struggle to maintain this source 
of enjoyment (Berry & Marcus, 2000). Therefore, as dementia progresses and affects 
these food-related activities it is important that the carer and health services are 
aware of the benefits these activities can bring to the person with dementia and their 
caregiver. The next section discusses this in more detail.
6. Food-Related Activities in Dementia Care
Dementia progression affects cognitive and behavioural functions, particularly in 
food-related activities (Rivière et al., 2001). Many cognitive and behavioural 
problems arise from the beginning of dementia until the end, affecting the caregivers 
and causing distress for both parties (Hooker et al., 2005; Pinquart & Sorensen,
2003). As food-related activities have been found to be an enjoyable part of caring 
(Berg, 2006), this area needs to be discussed in order to find ways of maintaining this 
pleasure. Gillick and Mitchell (2002) researched into ways of how caregivers provide 
food and drink tasks. They described these tasks as primarily revolving around eating 
difficulties, e.g. spitting out food or refusing to drink. This may cause distress for 
caregivers as they may feel unable to manage the role of food care and as a result, the 
person with dementia may experience further physical and behavioural decline. 
Techniques can be developed to resolve eating problems, for example by raising 
awareness of how to cope with persistent problems, as well as addressing the 
emotional negative outcomes that the caregivers experience.
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6.1. Eating Difficulties in Dementia
Eating problems have been described as inevitable in people with dementia and 
generally tend to occur in severe stages of dementia (Chang & Roberts, 2008; Gillick 
& Mitchell, 2002). It is described as the last ADL to be lost in the course of dementia 
progression (Nj ego van, King, Mitchell & Molnar, 2001). According to Morris and 
Volicer (2001), eating difficulties arise at different stages of dementia and are said to 
be particularly difficult in severe and terminal stages (see Figure 3 for an illustration 
of this).
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Figure 3. Progression of Eating Difficulties (Morris & Volicer, 2001)
6.1.1. Dementia Progression, Nutritional Problems and W eight Loss
Nutritional problems in most advanced dementias have a similar pattern (Morris & 
Volicer, 2001). Weight loss is the most common issue with dementia progression and 
eating, as this is said to occur from mild to terminal stages and may even happen 
before diagnosis (Andrieu et al., 2001; Morris & Volicer, 2001; Wolf-Klein & 
Silverstone, 1994). However, caregivers are uncertain when this initially starts 
(Andrieu et ah, 2001; Gillette-Guyonnet et ah, 2000). Weight loss may happen due to
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eating difficulties, such as difficulties using utensils or forgetting to eat (Morris,
Hope & Fairbum, 1989). Eating habits may change, for example, people with 
dementia may prefer to eat sweets rather than nutritious food and may steal food or 
want to eat just the food that they like, e.g. sweets, all the time (Ikeda, 2002). 
Caregivers must anticipate this behaviour and learn how to manage it in order to 
maintain a healthy balanced diet for the care-recipient, as well as maintain their diet 
and weight (Navratilova et al., 2007). Overall, a decrease in food-intake contributes 
significantly towards weight loss and malnutrition. This has been described as 
furthering cognitive decline and as a result decreases motivation, appetite, and affects 
food-intake (Navratilova et al., 2007).
Weight loss and malnutrition have been associated with institutionalisation, 
and increased mortality (Andrieu et al., 2001). Andrieu and colleagues devised a 
large study of 318 people with AD and found that there is a relation between 
nutritional status and risk of institutionalisation (2001). They measured the 
nutritional status through using a popular and much-used risk assessment tool. This 
tool is called the Mini Nutritional Assessment (MNA) (Vellas et al., 1999). This 
provides six screening questions and if a high risk is noted then there are a further six 
questions to answer (Amelia, 2004; Vellas et al., 1999). These further questions 
assess whether a person with dementia has the ability to self-feed, prepare a meal and 
shop for food. Other measures were Body Mass Index (BMI), which has been 
described as the initial physiological assessment for nutrition (Amelia, 2004) and 
ADL scales (e.g. Katz, Ford & Moskowitz, 1963; Lawton & Brody, 1969). From this 
study is was found that up to 12 % had behavioural problems such as overeating or 
anorexia, 12.4% needed help to feed themselves, 30% needed assistance shopping 
for food and 25% were unable to shop at all. These factors all contributed to poor 
nutritional intake and therefore risk of institutionalisation. They concluded that this 
in turn contributes to morbidity, but with the right intervention, malnutrition can be 
reversed. In addition to their conclusion, food supplements were mentioned as a 
preventative measure, which have been shown to reverse weight loss (Gray-Donald, 
Prayette & Boutier, 1995; Navratilova et al., 2007). MNA can be assessed in 
institutions and at home but usually is assessed by nurses (Vellas et al., 1999).
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According to Rheaume, Riley and Volicer (1987), clinical observations found 
that constant walking or pacing also contributed to nutritional problems. This occurs 
due to a large amount of energy being used, which results in metabolic imbalance 
(tissue building up and breaking down) and leads to a high risk of excessive weight 
loss. They found that people with dementia would take food from other people. This 
may be because they needed the extra calories that they were burning. However, it 
was found that with the encouragement from a carer to sit and take breaks, would 
help with their pacing and slow down their metabolic imbalance. Simplifying 
mealtimes at the table, by reducing condiments was also a method to increase food- 
intake. However, this study only used six participants and was measured in a nursing 
home where carers are trained to look out for behavioural disturbances. In addition, 
formal caregivers working in a nursing home are mostly allocated shift-work, so they 
are not caring consistently, in contrast with informal caregivers who for the majority 
of the time care for them consistently.
Furthermore, these participants had Alzheimer’s disease, where it has been 
noted that they are physically more active than other sub-types of dementia 
(Navratilova et al., 2007). Therefore, studies investigating into these sub-types may 
find different intensity of pacing or other types of eating habits while pacing. 
Nevertheless, it was encouraging to find that Rheaume and colleagues (1987) 
suggested supportive nutritional therapy could improve care-recipients food-intake 
and decrease the risk of malnutrition, therefore improving their overall quality of life.
6.1.2. Informal Caregivers ’ Perspective on Eating Habits
Studies to find out how informal caregivers manage with dementia progression and 
food-related activities at home are those such as, a study by Morris and colleagues 
(1989). Morris et al., (1989) interviewed 33 informal caregivers about the eating 
habits of people with dementia and found that the majority described the care- 
recipient as eating less, which was also associated with weight loss. This was 
indicated to occur at all stages of the illness, i.e. from mild to severe. Other food 
habits were a preference for sweet food, eating inedible substances and having an 
abnormal way of using cutlery. They described these changes in eating habits as one 
of the indicators that something was not right. However, in this study the majority of
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caregivers had AD. Therefore, this does not give an accurate description of dementia 
care and food activities with all people with dementia. Although, it does indicate how 
caregivers observe dementia progression and the effect it has in eating habits and in 
some cases it can be an initial indicator that something is wrong. Further studies need 
to examine the caregivers’ reactions and how they manage with the changes that 
occur and potential health-risks. Nevertheless, this study did indicate that there was 
an increase in food-intake once the caregiver intervened, therefore suggesting that 
interventions through care-giving improve the eating habits of people with dementia.
6.2. Food-Related Interventions in Formal and Informal Settings
According to Keller (1995), the nutritional status of a person with dementia can be 
improved with the appropriate interventions. However, limited interventions have 
been developed, and are mostly studies based in institutions with formal caregivers, 
(Watson & Green, 2006). In addition to this, even fewer interventions have focused 
on informal caregivers and people with dementia living at home (Francis, Taylor & 
Strickland, 2004; Isaia, et ah, 2011; Manthorpe & Watson, 2003). As informal 
caregivers are the main source of care, this area needs to be addressed as they need to 
learn how to manage the care-recipients with their food-related activities (Francis, 
Taylor & Strickland, 2004; Isaia, et ah, 2011; Manthorpe & Watson, 2003). 
Nutritional interventions are needed to prevent health-risks and to increase 
enjoyment, i.e. positive outcomes for caregivers and care-recipients (Amelia, 2004). 
Therefore, it is important to prevent malnutrition and control behavioural difficulties 
around mealtimes (Amelia, 2004).
A systematic review by Watson and Green (2006) found 13 articles that 
reported the effects mealtime interventions had on people with dementia. These 
interventions mainly focused on agitated behaviour and food-intake. The results 
showed that music was most beneficial during mealtimes, in reducing difficult 
behaviour and in increasing food-intake. However, these studies used a small sample 
and were mainly based in institutions using observational methods, for example, 
monitoring the behaviour and food-intake of the person with dementia. Only one 
study addressed informal caregivers living at home with care-recipients (Corcoran &
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Gitlin, 1996). The study by Corcoran and Gitlin, was devised of two informal 
caregivers and their care-recipients with AD. They were observed by occupational 
therapists who gave them eating prompts to manage with eating behaviour 
difficulties. It was found beneficial but the sample is too small and more needs to be 
done, i.e. by recruiting more participants and from other sub-types of dementia, in 
order to show improvements on a larger and broader scale.
Other interventions based in institutions, found that by organising the 
mealtime environment into a family style’ setting, dementia patients were more 
likely to eat more food and be calmer during the meal (Nijs et al., 2006; Nolan & 
Mathews, 2004). For example, all residents sat at the table during their meals, at a set 
time. Table clothes and non-plastic plates or cutlery were used and provided cooked 
meals in dishes on tables, instead of pre-plated trays (Nijs et al., 2006). In addition, 
providing continuous information on common meal questions, such as ‘when is 
lunch?’ limited repetitive questioning and decreased agitated behaviour. The study 
was devised by Nolan and Mathews (2004), who placed a large clock in the dining 
room and a large sign indicating what time each meal would be served. These 
interventions indicate how with simple measures, the care-recipients’ difficult 
behaviour and nutritional status can benefit.
In addition, these ‘family style’ interventions indicate how in a person’s own 
home making simple changes, such as placing a large clock for mealtimes or laying a 
tablecloth, have the potential to increase mealtime enjoyment, increase food-intake 
and decrease difficult behaviour. Other measures that these studies should have taken 
are to assess the caregivers’ perspectives, in order to investigate how they manage 
with or without these family-style interventions. As there has been limited research 
with mealtimes in the care-recipients home, these measures can also be directly 
implemented in a person with dementia’s home.
Furthermore, recent reviews by Aselage and Amelia (2010) and by Chang, 
and Roberts (2008) supported Watson and Green’s review (2006) who found that 
mealtime interventions focused heavily on institutional settings and formal 
caregivers. However, in addition to this, social, cultural and psychological aspects
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were included. These reviews highlighted the relationship between caregivers and 
care-recipients as an important focus during mealtimes, and not just observing the 
care-recipients’ food-related behavioural difficulties or lack of food-intake. Both 
these reviews developed a model (see Figure 4) describing antecedents and their 
' consequences. Antecedents were defined as methods, such as eating and 
communication between the caregiver and person with dementia. The consequences 
related to weight loss and an increase in burden for the caregivers, particularly when 
they experienced difficulties feeding the care-recipient. They found little research on 
interventions focusing on reducing eating difficulties and increasing food-intake. 
Although, it was noted that by developing adequate eating skills and timing meals 
well, mealtime difficulties decrease. In addition to this, psychological aspects were 
included and noted that burden and stress experienced by caregivers and care- 
recipients as dementia increases, affects feeding behaviour, which can result to 
health problems for recipient, such as malnutrition.
Antecedents Feeding Difficulties Consequences
Social interaction Initiating feeding tasks
Inadequate food intake
Perpetual deficits Maintaining attention to 
feeding task Weight loss
Poor motor control
Difficulty getting food Malnutrition
Cognitive impairment into mouth
— ► Aspiration
Psychological factors Difficulty chewing food
Pulmonary
Dining environment Difficulty swallowing complications
Culturally appropriate food
food choices
Figure 4. Model of Feeding Difficulty (Aselage and Amelia, 2010)
6.3. Adaptation to Food-Related Activities
Findings show that many studies focus on people with dementia in formal care but 
less so at home and, in particular, fewer have focused on the point of view from the 
informal caregiver (Keller et ah, 2010). Although it is important to investigate ways 
of improving care-recipients nutritional status and weight, studies must also focus on
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informal caregivers. This is because informal caregivers are the main source of care 
in dementia and manage dementia progression and food-related activities on their 
own and with little support (Rivière, et al., 2002; Manthorpe & Watson, 2003). 
Informal caregivers must adapt to changes in food-related activities, not only during 
mealtimes but also with food shopping and meal preparation, as dementia 
progression affects the whole process of food-related routine (Andrieu et ah, 2001). 
As the care-recipient’s capacity to complete these activities declines, the caregivers 
need to manage all aspects of food-related activities, otherwise people with dementia 
will most likely lead to poor nutritional status and caregivers will experience 
increasing psychological distress.
Examples of studies examining the psychological impact of informal 
caregivers’ experience during mealtimes with people with dementia have been 
developed by Gilliet-Guyonnet and colleagues (2000) and Bilotta (2010). Gilliet- 
Guyonnet and colleagues (2000) first looked into the association between caregivers’ 
burden and care-recipients’ changes in nutritional status. The study was based on 
people with AD and their informal caregivers who lived at home. Gillet-Guyonnet 
and colleagues (2000) assessed people with AD using the Mini Nutritional 
Assessment (MNA) (Vellas et al., 1999), the Mini Mental-State Examination 
(MMSE) (Folstein et ah, 1975) and Activities of Daily Living (ADL) measures (i.e. 
scales from Karz et ah, 1963; Lawton et ah, 1982). The caregivers were assessed by 
using the Zarit scale measure (Zarit et ah, 1980), which is used to assess caregivers’ 
burden. In addition, the caregivers’ reaction to the care-recipients’ behavioural and 
cognitive decline was measured using a memory and behavioural checklist. The 
results indicated that the severity of dementia and weight loss was significant and 
was associated with caregivers’ high scores in burden. The memory and behavioural 
problems checklist was a good predictor of weight loss. It indicated that 
overburdened caregivers were not willing to provide resources for their care- 
recipients to receive appropriate nourishment.
In addition to this, a similar study by Bilotta and colleagues (2010) was 
devised more recently on investigating into 104 informal caregivers’ burden and 
weight loss of care-recipients. Similar measures were used as in the previous study,
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but the aim was to find out if short-term burden occurs. This was over a three-month 
period. Results found that there was an association with weight loss and an increase 
in stress for the caregivers. Even if malnutrition did not occur, caregivers still 
experienced distress. They concluded that psychological help for the caregivers, as 
well as nutritional information was necessary. The limitations to these studies were 
that they only assessed burden and no other psychological effects were measured, 
such as anxiety, depression or sleep deprivation. A follow-up assessment would have 
been beneficial to see the changes over time. As a result of the Gilliet-Guyonnet 
(2000) study, a nutritional programme was developed to assist families living at 
home. This program was set up in three different countries in Europe and the aim 
was to help caregivers prevent weight loss in the person with AD (Rivière et al., 
2001).
6.4. Nutritional Programmes for Informal Caregivers
A nutritional programme was devised by Rivière, et al., (2001). Their intervention 
consisted of 150 caregivers with care-recipients with AD and a control group of 74 
caregivers with non-dementia recipients. The intervention consisted of monitoring 
weight, physical activity, providing information on diet and contact details of a 
dietician, in case they needed further assistance. Psychological assessments were also 
made, such as depression in care-recipients and burden of caregivers. There was an 
evaluation at six months and a one-year follow-up. The results showed that weight 
improved in the intervention group, depressive symptoms increased in the control 
group, and burden was not a significant factor. However, caregivers showed an 
increase in confidence and enjoyed sharing their difficulties with others, as well as 
being comfortable in asking for advice on food-related care.
This study may be biased as the caregivers recruited may have participated 
because they had more of an interest to learn and change their behaviour. The AD 
participants had moderate stages of dementia. Therefore, it is questionable if this 
would be the same for severe dementia participants. However, as there was a one 
year follow-up, dementia progression was somewhat accounted for. In conclusion, 
monitoring care-recipients’ nutritional status and weight and caregivers’
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psychological aspects, along with providing advice and support to informal 
caregivers, has important benefits and further studies need to be developed across all 
food-related activities.
A follow on study by Rivière and colleagues (2002), measured aversive 
feeding behaviour of people with AD. They recruited 224 people with AD along with 
their informal caregivers. A nutritional education programme, of nine one-hour 
sessions was devised to assess psychological, nutritional and behavioural measures. 
Using measures, such as MNA, MMSE and ADL scales (Katz, 1963). Most care- 
recipients had behavioural difficulties when feeding, such as the 26% who wandered 
away while eating and the 19.3% who did not use cutlery. Feeding difficulties were 
associated with the age of caregivers, as well as the stage of dementia and behaviour 
of care-recipients. Furthermore, caregivers stress was associated with preventing 
affective management of care-recipients’ behavioural difficulties and appropriate 
food-intake. The results indicated that caregivers who experienced stress, affect the 
recipient’s eating behaviour and food-intake in a negative way. They suggested that 
by educating caregivers, improvements can be made. Overall, these education 
programmes designed to assess and monitor the physical and psychological aspects 
of caregivers and care-recipients have been proven beneficial, in maintaining good 
food-intake and reduce behavioural difficulties during mealtimes. In addition, the 
interventions have assisted in reducing caregivers’ distress. By investigating further 
into the area of food-related activities and care-management using other methods 
(e.g. qualitative measures), than the measures mentioned in these studies, a more in- 
depth understanding of how informal caregivers perceive dementia progression and 
mealtimes can be uncovered.
6.5. Positive Attitudes towards Food-Related Dementia Care
Keller, Edward and Cook (2007), conducted a study of 23 informal caregivers and 
through qualitative interviews. It was found that they do appreciate the importance of 
social interaction and that food brought positivity to their lives. However, at the same 
time these caregivers noted that mealtimes and food- related activities caused a lot of 
frustration and difficulties for them. Although they were able to develop their own
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coping strategies, the study concluded that an increase in research in order to assist 
this development in positive outcomes needs to be implemented. Similarly, a further 
study by Keller and colleagues (2010), interviewed 55 informal caregivers and their 
care-recipients. As was the case in the study by Keller et ah, (2007), the results from 
this study also indicated that they viewed mealtimes as an opportunity for cognitive 
and emotional enjoyment and connection. Informal caregivers described mealtimes 
as not just sitting at the table eating but as having an involvement during this 
mealtime process, whereby they discussed additional food-related tasks, such as 
preparing the food and laying the table. Caregivers found that working together with 
the cared for during food-related activities, was satisfying and described the 
connection they have as increasing in their self-worth and self-esteem. This 
highlights the importance of the relationship between caregiver and care-recipient 
during food-related processes and building on this as dementia progression (Aselage 
& Amelia, 2010; Chang & Roberts, 2008).
The limitations to these studies by Keller and colleagues (2007; 2010), is that 
they did not research into the exact ways the abilities of a person’s food-related 
activities decline over time, nor how the caregivers’ process of adapting to this 
decline is managed. Expressing the positive side to mealtimes and food-related tasks 
involved around mealtimes is beneficial to successful caring. However, in order to 
maintain this positivity it is important to understand the difficulties experienced from 
point of diagnosis and throughout the food-related process. Therefore, further 
research needs to be developed in this area to address these issues.
For example, a recent qualitative study by Genoe and colleagues (2012) 
looked into these changes and how 27 people with dementia and 28 caregivers 
adapted to mealtimes as dementia progressed over a two-year follow-up. The results 
indicated that informal caregivers developed strategies to maintain their mealtime 
values with the person with dementia. Changes occurred when making a transitional 
role in order to adapt as dementia increases and the effect it has on food-related 
tasks. This was described as being a lot of work for both parties. They captured the 
emotional attachment experienced during mealtime activities, and various elements 
would be lost. However, it was found that maintaining the relationship between
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caregiver and recipient as valuable, in order to gain not just mealtime satisfaction but 
satisfaction with their life overall. Genoe and colleagues (2012) suggested that this 
helps to provide a critical insight into supporting informal caregivers and care- 
recipients at home and that providing them with food-related information will make 
the transitional stage easier.
6.6. More than Just Mealtimes
As nutritional education research with informal caregivers for people with dementia 
is scarce, Keller and colleagues (2008) designed an interview study to find out 
nutritional education needs of informal caregivers. This was from formal caregivers’ 
perspectives. A second study was devised to find food-related materials that are 
available for informal caregivers. Results from the interviews showed that informal 
caregivers were concerned about care-recipients’ low food intake, gaining access to 
food, maintaining independence when feeding and meal-preparation (e.g. safety with 
stove or with other cooking utensils). The formal caregivers would provide 
information mainly on topics such as healthy eating, and simplifying food. In 
addition to this, they would provide the informal caregiver with additional tips that 
they learnt through training. From the second study they found the quality of food- 
related material that was available, was adequate and that most of the topics in the 
material was based on swallowing difficulties.
Overall, from both studies more targeted information on nutrition and 
dementia was needed for informal caregivers. Food preparation topics, such as safety 
in the kitchen and cooking were raised as important information to give to informal 
caregivers. However, very little was found in the literature to address this. Written 
materials were found the most preferred method of receiving information. However, 
they found that the written materials available lacked in quality and content coverage 
and the materials were too complicated to understand. The limitations of these 
studies were that they were rather small samples and that more research needs to be 
taken from the informal caregivers’ perspectives to gain an accurate account of what 
they need in this area. The benefits of these studies are that they highlight what 
information is needed to manage mealtimes better. This is not just about eating
49
difficulties or nutritional tips but goes beyond this to cooking and safety in the 
kitchen. These elements were found to be important but caregivers’ access to this 
type of information is scarce (Keller et ah, 2008).
Other recent studies that focused on informal caregivers and investigated 
food-related activities that went beyond the eating processes, are mainly from studies 
exploring spouse relationships and gender differences (Atta-Konadu, et al. 2011; 
Fjellstrôm et al. 2010). These studies examined into the whole process of food- 
related care, to discover changes in adapting to dementia progression and abilities to 
manage the food shopping, food preparing and eating food. A study by Fjellstrôm 
and colleagues (2010) looked into the transitional experience of a caregiver, taking 
on a new role that is best suited to them and the person with dementia, while at the 
same time maintaining the best quality of food-related care. The results indicated that 
women were more likely to prepare the food, and would tend to shop for food 
alongside their partner.
Once their partners could no longer shop with them, difficulties would occur, 
as the female caregivers would manage alone for the first time. However, adapting to 
these changes and adapting to a new role was necessary. Furthermore, having a 
positive attitude to these role changes helped the caregivers maintain appropriate 
food-related activities. The limitations to this study were that they only used AD 
recipients and therefore, other types of dementia should be accounted for. This would 
be because different food-related behaviour during food shopping or food 
preparation may occur between different sub-types of dementia (Andrieu et ah,
2001). In addition, other relationships aside from spouses (e.g. friends, daughters or 
sons) should be accounted for, to give a broader insight of how caregivers adapt to 
these role changes. The study uses focus groups and qualitative methods, therefore, 
quantitative and qualitative methods should be used to assess coping skills, and how 
caregivers feel they are adapting to role changes. Overall, food-related activities were 
particularly burdensome for inexperienced caregivers, who were mostly men and had 
little previous experience in food preparation. Therefore, gender studies can provide 
a good example of how caregivers’ food role transitions between them and the 
person with dementia.
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Another transitional food role study is by Canadian researchers, Atta-Konadu 
and colleagues (2010). They devised a three-year study using interviews and 
grounded theory, asking male caregivers and their wives with dementia about their 
transitional journey in food-related processes. As studies on gender roles have 
reported to leave male caregivers as being unprepared and with little skills to adapt to 
food preparation, cooking, and shopping, this was a much needed study ( Fjellstrôm 
et al., 2010). For example, results indicated that wives with dementia would help the 
husband to prepare a meal but found that their identity was lost as they no longer 
could complete the meal preparation tasks. However, by assisting each other the wife 
was able to maintain these food-tasks. Therefore, she could continue to be active in 
food-related activities for as long as possible. Some husbands did not find it 
appropriate that they should cook therefore, asked for help from other family 
members or additional formal support, such as catering firms. Overall, these 
participants learnt to cope with changes in dementia and adapt by cooperating, 
sharing and assisting one another.
In summary, discovering the relationship and role adaptations between 
caregiver and the person with dementia during all food-related processes (food 
shopping, preparation and eating) helps to build a better transitional understanding in 
this domain. This transitional understanding is how they adapt to dementia 
progression and in turn are able to maintain the care-recipient’s good nutritional 
status and limit caregiver’s distress that may occur while developing new coping 
skills. Both these studies highlight the importance of understanding the caregiver and 
care-recipient and how they work together through dementia increase, to manage all 
three food-related processes to the best of their abilities.
However, the studies that do address all food processes (e.g. Atta-Konado et 
al. 2011; Fjellstrôm et al., 2010) have their limitations as they focus on the spouse 
caregiver. By examining the transitional food roles with other relationships, such as 
friend, son or daughter, a wide account of how informal caregivers and their 
individual relationship with the care-recipient can be understood in more detail. As 
females of the older generation tend to be the main person in the family who shop
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and prepare for food, it is important to gain more insight into the male’s perspective. 
Additionally, finding out the role of the woman can also assist male informal 
caregivers to managing food-related processes. These studies have suggested that 
relationship-focused and individual-focused approaches need interventions, such as 
written information to assist the transitional food role of caregiver and care-recipient 
(Keller et al. 2010). These interventions can also come in the form of formal social 
support to cater for the individuals food-related needs.
6.7. Food-Related Social Support in Dementia
Other forms of assisting caregivers to manage and cope better in food-related tasks 
are in the form of food-related social support and help from friends and families. 
These are formal support services, such as respite-care (e.g. lunch clubs) and home 
service deliveries (e.g. meals-on-wheels) (Manthorpe & Watson, 2002). Catering to 
the needs of the informal caregivers and making sure they are directly linked with 
dementia and food is most beneficial. This is because caregivers need to build on the 
experience and knowledge they already have, and to gain support and assistance that 
is directly relevant to their individual situation (Keller, et al., 2008). Therefore, 
formal support that specializes in dementia and food-related activities is more 
valuable for the caregivers than general support for older adults (Keller, et al. 2008).
These specialized services come in different forms such as helping in the 
home, for example meals-on-wheels services. This is a service that delivers cooked 
or frozen meals to people that are not able to cook for themselves, i.e. a person with 
dementia living at home alone, caregivers that have not got the time to cook or those 
who are not accustomed to cooking ( Fjellstrôm et al., 2010). As found in Fjellstrôm 
’s study (2010), male caregivers were most likely to use meals-on-wheels services, as 
they found it inappropriate or too complicated to develop these skills sufficiently.
The limitations that have been noted with home food deliveries are that the quality of 
meals provided to dementia care-recipients has been found not to be nutritious 
enough. However, at the same time the recipients have emphasized valuing this 
service, therefore making it beneficial despite its lack of nutrition (Davies, Fernandez 
& Nomer, 2000).
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Other food-related support services are in the form of lunch clubs. These 
lunch clubs have been designed in the form of a café and have been developed across 
many different countries and regions: they are usually based in community centres or 
churches run by Alzheimer’s charity organizations (Capus, 2005; Marther, 2006). 
Caregivers can leave the care-recipients there for lunch, which can be a source of 
respite. In addition, they are able to be together during the social activity, i.e. eating 
lunch or afternoon tea (Hailey, Boulton, Mcfadzean & Moriarty, 2005). The care- 
recipients who attend these lunch clubs are mainly from mild to moderate stages of 
dementia but all stages of dementia care are welcome (Hailey, et al. 2005; Marther,
2006).
These lunch clubs and cafés have been evaluated as being educational, as 
caregivers can learn from peers, and they are also in a specialized environment with 
professionals and volunteers who know and are aware of how to handle people with 
dementia and food situations (Capus, 2005). For example, specific training on 
nutrition, feeding difficulties and meal preparation is offered, as well as offering 
care-recipients ‘finger foods’, which are foods that are easy to eat without having to 
use utensils. They encourage sharing experiences and information with one another, 
which can lessen burden and anxiety (Marther, 2006). The evaluation of the success 
of these cafés has been analysed mostly by observing the attendance rates (Capus, 
2005). Further feedback through interviews or questionnaires would also be useful to 
find out the exact emotional and coping skills caregivers receive from one another 
and from the lunch itself. Other forms of education, which have been highlighted as 
the most preferred form of receiving information in food-related care, is through 
written materials (Keller, 2008). These studies are scarce and more needs to be 
evaluated in order to find the exact effect of written information interventions in 
food-related care.
7. Satisfaction with Food-Related Life
From the theories and studies outlined in the previous section, it has been found that 
by maintaining positive experiences that arise during food-related activities in people
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with dementia and their caregivers, many benefits occur for both parties. These 
benefits give the person with dementia the opportunity to continue having a good 
nutritional status for as long as possible and therefore keeping them living at home 
rather than in an institution (Andrieu et ah, 2001). This happens as the caregiver 
assists to maintain a healthy amount of food-intake and weight. Other areas are 
caregivers developing coping skills to manage care-recipients behavioral difficulties 
(e.g. wandering, repetitive questioning). This is done by being aware of and 
acknowledging the changes that occur due to dementia progression and therefore 
taking on the ‘transitional food role’ with more ease.
By increasing this knowledge and awareness through specific food-related 
interventions (i.e. lunch clubs, food-related training or written information) 
psychological distress can decrease in the caregiver and behavioral difficulties can 
decrease in the care-recipient. Decreasing negative outcome such as caregiver burden 
and stress and increasing positive outcome such as pleasure and enjoyment can 
create satisfaction within the food-related domain of care-giving for both caregiver 
and recipient. This in turn has an impact in a person’s quality of life, which has 
recently been described more precisely as ‘satisfaction with food-related life’
(Grunet et ah, 2007).
This area of research is increasingly important as the quality of a person’s life 
has a strong link to health care and in particularly to chronic disease (O’Conner et ah,
2009). As life expectancy is increasing, studies in this area are growing and 
researchers are interested to discover quality of life, particularly in current health 
care studies (Bamford & Bruce, 2000). A widely generic definition for quality of life 
is:
‘Quality o f life is defined as an individual's perception o f their position in life in the 
context o f the culture and values systems in which they live and in relation to their 
goals, expectations, standards and concerns. It is a broad ranging concept, affected 
in a complex way by a person’s physical health, psychological state, personal beliefs, 
social relationships and their relationship to their environment. ’ (World Health 
Organisation, 1997, pp.2).
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However, the term quality of life has been found to have many definitions 
and is seen to be an umbrella of many concepts; such as happiness, functioning and 
lifestyle (Moons et ah, 2006). Therefore, Moons and his colleagues (2006) critiqued 
the different concepts that have developed overtime to define quality of life. They 
found that satisfaction with life clearly distinguishes between quality of life and 
health. Although it is not just limited to health but all aspects of life, as satisfaction 
implies that quality of life is maintained.
Life satisfaction has been defined by Shin and Johnson (1978) as ‘a global 
assessment o f a person’s quality o f life according to his chosen criteria’ (pp.478). It 
has been referred to as a series of cognitive processes where one makes judgments of 
what they consider an acceptable circumstance and different individuals have their 
own level of standards (Dienerm, Emmons, Larsen & Griffin, 1985). Satisfaction 
with life focuses more on positive outcomes rather than negative outcomes, which is 
an area that is lacking in dementia care research. In addition, it is particularly lacking 
in food-related tasks, where enjoyment and positivity have been noted to be high in 
the area of dementia care compared with other areas of activities of daily living 
(Moons et al., 2006). Diener et al., (1985), designed a scale to measure satisfaction 
with life, which aimed to acquire the judgment a person has about their own life.
This scale consisted of five items, such as ‘in most ways my life is close to my ideal 
The benefit of this scale is that it is flexible enough to measure different types of 
domains, such as satisfaction towards one’s health or relationships that one has. This 
is because satisfaction is broken down further into different domains, such as food, 
money or relationships (Diener et al., 1997). From this scale one can measure 
different domains of how changes in dementia progression can affect caregivers’ 
satisfaction and can measure one particular domain, such as with food-related life. 
The term satisfaction with food-related life will be used to describe the outcome of 
caregivers’ experience in managing care-recipients food-related activities.
The term food-related life signifies a specific domain of a person’s 
satisfaction with life. An ideal measure to evaluate changes in food-related activities 
and effects these have on informal caregivers’ and care-recipients’ lives is by using a
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questionnaire developed by Grunert and colleagues (2007) called ‘the measure of 
satisfaction with food-related life.’ This measure is unique as it focuses directly on 
food-related domains and satisfaction with life. It was important to them to include 
food shopping, food preparation and eating with a person’s quality of life and 
satisfaction, in order to collect the whole process of a person’s food-related 
experience. The benefit of this measure is that it can be used to test peoples’ 
perception of their food-related life in different circumstances. In addition, it can be 
used as a dependent variable to find out what other various aspects affect a person’s 
satisfaction with food. For example, this could be used with dementia caregivers who 
live with the care-recipients and look after them occasionally with food-related 
activities. Other independent variables can be aspects such as stress, coping abilities, 
and severity of dementia. The measure was a seven-item scale influenced by Diener 
et al., (1985). All food-related activities were viewed as important to gain the whole 
picture of this domain, even though not everyone answering this questionnaire will 
have the same involvement in food shopping and preparation.
This measure was tested on older adults in eight different European countries, 
who participated in a food project specifically for older people. A large sample was 
used to validate the scale and it was found that it was a good measure to test the 
judgment of a person’s experience in satisfaction with food related-life. Food diaries 
and food-related interviews were both found to have a high correlation with the scale 
and five of the items were applicable for all European countries. In summary, this 
measure indicates itself to be beneficial and transferable in most scenarios.
Therefore, this would be a good measure to implement in dementia caregiver studies 
as little has been done to test their quality of life, particularly their satisfaction with 
food-related life (Keller et al., 2008).
8. Summary
The literature shows that most studies have focused on people with dementia and 
their eating habits and behavioral during mealtimes in intuitional settings. These 
studies have looked at weight loss, behavioral difficulties and malnutrition, using 
observational methods and looking from the formal caregivers perspectives. As
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mentioned throughout Section 6 and 7 (pp. 38-53), the literature shows that it is 
important to investigate not just eating processes, but also all aspects of food-related 
processes (i.e. shopping, meal preparation and eating) when caring for dementia 
recipients (Keller et al., 2007). Recently there has been more interest in investigating 
other areas of food outside eating, such as food preparation and most recently in food 
shopping (Atta-Konadu et al., 2011; Fjellstrôm et al., 2010). However, studies in 
this area are still scarce.
To date no research has focused specifically on all food-related processes 
(shopping, preparation and eating) or from a range of informal caregivers’ 
perspectives. All three food processes need to be addressed as it is a link to the 
overall mealtime experience. Other areas that are limited in research, aside from 
looking at the abilities to manage food processes as a whole, are food-related 
information and support services (Keller et al., 2010). Food-related focusing 
information (i.e. written materials) and support services are more beneficial than 
general services yet more needs to be available for informal caregivers (Keller et al.,
2010). By focusing on all food-related processes, a broader understanding of how 
informal caregivers cope and manage with these activities can be developed. In 
addition, by raising awareness and knowledge, further improvements can be made, 
such as maintaining the nutritional status of the person with dementia, along with 
maintaining their weight, food-intake and reducing difficult behaviours. This will 
result in both parties experiencing minimum distress, and enable them to maintain 
the connection and enjoyment around food-related activities. Therefore, the overall 
result will be gaining positive outcomes and satisfaction with their food-related life, 
which can be extended to a caregiver and person with dementia’s life in general.
This thesis aims to address the gap in research on food-related care for people 
with dementia, by focusing on informal caregivers from a wide range of relationships 
(i.e. not just spouses but all informal caregiver types), as well as from all dementia 
sub-types (i.e. not just looking at those with AD) and will include all severity groups 
(mild, moderate and severe). Investigating the informal caregivers’ own experiences 
of dementia and food-related life from time of diagnosis will be examined, as well as 
focusing on all three food-related processes (shopping, preparation and eating). The
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thesis will aim to examine an in-depth account of informal caregivers’ opinions on 
food-related support services available and will aim to develop up-to-date 
educational information on food-related care to evaluate the benefits these tools have 
on the informal caregiver.
Aims:
This thesis aimed to investigate the phenomenon of dementia progression and the 
affect this has on food-related processes (shopping, preparation and eating) from 
informal caregivers’ perspectives, through the following steps:
1. To investigate informal caregivers’ perspectives on the impact of dementia 
progression on food-related processes (shopping, preparation and eating).
2. To explore informal caregivers’ perspectives on the needs and availability of 
food-related information and support services in dementia.
3. To operationalise the results of the qualitative study and to examine emotional 
and behavioural changes with satisfaction to food-related life: using a newly 
devised questionnaire.
4. To evaluate available written material on food-related care and dementia: 
using an audit design.
5. To assess two different food and dementia care booklets using a Think-Aloud 
method: from informal caregivers’ perspectives.
These five aims were addressed in four empirical studies using the following
methodologies:
1. Study la  and lb: The qualitative study aimed to explore the phenomenon of 
dementia progression and food-related processes, as well as the needs and 
availability of information and support services in this area: From ten male 
and ten female caregivers’ perspectives. The participants’ narratives were 
analysed using Thematic Analysis. The aim of Study la  was to investigate all 
aspects of dementia and food-related care, and how informal caregivers adapt 
to changes with the food-role as dementia progresses. The aim of Study lb
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was to investigate informal caregivers’ needs and their view of the 
availability of food and dementia information and support services.
2. Study 2: The questionnaire from the quantitative study, aimed to 
operationalise the findings that emerged from the analysis of the participants’ 
narratives recorded in the qualitative study. The aim of the questionnaire was 
to investigate dementia progression and the effect it had on food-related 
processes and informal dementia caregivers among a larger population 
sample. This study furthered investigation on the informal caregivers’ 
perceptions of dementia progression in food-related processes, as it examined 
the extent to which caregivers’ adapt to changes, experience coping 
difficulties and stress within the three food-related processes and between 
mild/moderate and severe stages of dementia. Lastly, the study examined 
gender differences in caregivers and the extent they experience coping 
difficulties, stress in food shopping and preparation. A final aim examined the 
relationship between emotional and behavioural variables with caregivers’ 
satisfaction with food-related life.
3. Study 3: The audit study aimed to investigate the content and availability of 
food and dementia written information for informal caregivers. The aim was 
to find written material specialised in food and dementia care, including 
books, booklets and fact sheets. The aim was to examine what is available for 
informal caregivers by analysing the content of the material using Thematic 
Analysis.
4. Study 4: The Think-Aloud booklet study aimed to explore the extent to 
which a standard food and dementia care booklet (booklet 1) compares to a 
newly written food and dementia booklet (booklet 2). This was from 20 
informal caregivers’ perspectives using a Think-Aloud methodology. The 
recorded Think-Aloud interviews were analysed using Thematic Analysis to 
find out what was most important to the participants, what they found 
interesting and what information, advice or tips they could use in their food- 
related role.
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CHAPTER 2
Study la: Investigating Informal Caregivers’ Perspectives 
on the Impact of Dementia Progression on Food-Related 
  Processes (Shopping, Preparation and Eating).
The previous chapter, in Section 6 (pp.38-56), illustrated an account of research 
studies that investigating people with dementia, caregivers and food- related 
activities. It was found that the majority looked from the perspective of formal 
caregivers (nurses / care assistants) and mainly observed weight monitoring and 
food-intake. The limited studies that have focused on informal caregivers have 
focused mainly on eating; however, recent studies have investigating the whole 
mealtime process, including shopping for food and preparation. Nevertheless, these 
studies are scarce and mainly only focus on spouse caregivers. This chapter aims to 
investigate, through a qualitative method, dementia progression and effect it has on 
food-related processes (shopping, preparation and eating), as well as the impact this 
has on informal caregivers’ (family/friends) perspectives.
1. Introduction
As dementia progresses, a person’s abilities deteriorate at different speeds, not only 
affecting the individual’s cognitive capacity but their functional capacity deteriorates 
to the point that others must act as caregiver (Amelia 2004; Donalsdon et ah, 1997). 
Family caregivers, otherwise known as informal caregivers, are the main source of 
support that a person with dementia has, therefore, they are required to assist them 
with the huge impact that the deterioration of functional capacity has on a care- 
recipients’ activities of daily living, such as eating, grooming and bathing (Bucks et 
al., 1996; Ekwall et al., 2004). An area which has a large effect on the person with 
dementia is the food domain (Rivière et al., 2001). This is an important area, as the 
inability to maintain a healthy diet and to eat well, causes severe health risks, such as 
weight loss and malnutrition (Morris & Volicer, 2001). Food, and in particular 
mealtimes have been described as a pleasurable experience, whereby people gather 
together to enjoy their meal and create connections and memories with other (Keller,
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2007; 2010). As dementia progresses, the risk of malnutrition is high from mild 
stages to severe stages, as they lose their ability to manage their own food-related 
activities, (e.g. from going to the supermarket to purchase food or to preparing the 
food itself) as the steps to complete these tasks gradually decline (Brush, Slominski 
& Boczko, 2006).
The effects of this deterioration can have an impact on the individual’s food- 
related behaviour, such as being unable to safely operate kitchen appliances (e.g. 
kettle or oven), expressing concerns about money to pay for food and not having the 
ability to focus on eating during mealtime (e.g. wandering, forgetting to use utensils) 
(Amelia, Grant,& Mulloy, 2008; Brush et al., 2006). Other difficulties around 
mealtimes have been described as, losing the ability to recognise hunger, or 
awareness when they have eaten enough, as well as, losing the ability to recognise 
food, as they may eat inedible items (e.g. talcum powder), and experience difficulties 
with hand to mouth coordination to eat the food, plus difficulties to chew or swallow 
(Asai, 2004; Archibald, 2006). They may also suffer from other physical medical 
conditions (e.g. Parkinson’s disease), or psychological conditions (e.g. depression). 
Eventually people with dementia lose their ability to eat independently and 
experience difficulties when a caregiver assists them with eating (Keller et al. 2007; 
Morris & Volicer, 2001).
To date, there is relatively little understanding of how dementia affects the 
meaning and experience of mealtimes for persons living with dementia, their 
informal caregivers, and the connection between them as a unit (Keller et al., 2010). 
Most of the empirical work conducted on dementia and food has focused on the 
physiological consequences of weight change and nutritional status because of 
mealtime changes (Rivière et al., 2002; Manthorpe & Watson, 2003; Watson & 
Green, 2006). However, reviews by Aselage and Amelia (2010), and Chang and 
Roberts (2008), have focused in on the importance of meaning and experience, by 
devising an ‘Antecedent and Consequences’ model. This emphasised the meaning 
behind mealtimes and the extent dementia effects communication between caregiver 
and recipient (i.e. antecedents). It includes the physical decline in care-recipients due 
to their inabilities to manage food-related processes, (e.g. weight loss from not eating
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properly). There is also psychological distress that occurs, such as burden for the 
caregiver and stress that arises for parties (i.e. consequences).
A further study that has investigating the meaning and experience of 
mealtimes has been by Keller and colleagues (2007). They conducted a qualitative 
study, using ground theory and interviewed 23 informal dementia caregivers. The 
results indicated that a strong connection between the caregiver and recipient happen 
during the mealtime process. This was said to be due to having face-to-face time with 
one another, thus giving and receiving psychological support. They concluded that 
by being aware of the impact this particular area (i.e. the food domain) has on 
improving communication, understanding and overall relationship between the two 
parties, thus increasing satisfaction with food-related life and overall positive 
outcomes with life. However, this satisfaction and positive outcome has not been 
specifically measured, nor has the whole process of how mealtimes evolve, or 
especially how dementia progresses overtime, thereby effecting the mealtime 
experience. The benefit of Keller’s study is that they have recruited participants 
caring for those with different sub-types of dementia and not only those with
Alzheimer’s disease, which has been a limitation with most previous studies.
;
Informal caregivers adapting to increasing responsibility, such as in the food 
domain, may experience distress, which affects their physical and psychological 
health (Vitaliano, Scanlan & Greeno, 1996). As a result, this can affect their ability 
to assist the person with dementia efficiently (Gitlin et'al., 2001). According to 
Raffety and Griffin (2006), when frequent changes occur, caregivers are likely to feel 
fatigued and experience an increase in stress due to the unpredictability of dementia 
progressing. The theoretical perspective of stress and coping offers a variety of 
advantages over theoretical approaches to the study of care-giving (Raffety &
Griffin, 2006). In particular, looking at Pearlin and colleagues’ theoretical model on 
stress and coping (see Figure 2, pp.26) (1990), specifically focuses on dementia 
caregivers’ stress and coping patterns and has been used in many studies in this area 
(Gaugler et al, 2000).
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Both primary stressors and secondary stressors provide information on the 
extent caregivers and their recipients experience impairment and the type of 
impairment (e.g. damage to self-esteem, financial problems, inability to prepare a 
meal). In addition, it provides information on the potential distress, (e.g. impact on 
mental well-being and physical health) that occurs as a result of these primary and 
secondary stressors (i.e. outcome) (Judge, Menne & Whitlatch, 2010). Stressors 
around mealtimes have also been measured, and have found that caregivers are 
affected and experience stress and burden as the recipient becomes affected by 
weight loss, and increasingly develops behavioural difficulties around the table 
(Gilliet-Guyonnet, 2000; Bilotta, et al., 2010). Nevertheless, the studies found in this 
area focus little on other types of food-related processes, other than eating.
As a lot of the literature suggests that people with dementia and their 
caregivers living at home experience changes during mealtimes as dementia 
progresses overtime, their overall quality of life is affected due to the negative 
impact it has on their physical and psychological health (Morris & Volicer, 2001; 
Rivière et al., 2002). However, specific programmes to assist people with dementia 
with their food-related activities have been scarce (Stockdell & Amelia, 2008). As 
have investigating the informal caregiver’s perception, to identify strategies and 
coping skills that will create an easier environment to be able to enjoy mealtime 
experiences (Keller et al., 2007). Keller and colleagues (2007; 2008; 2010) devised 
the first known studies that went beyond listing mealtime difficulties and focused 
from informal caregivers, asking their perception of changes that happen during 
eating and mealtimes as a result of dementia progression and how they feel they 
cope, as well as describing strategies of how they cope. The descriptive analysis 
identified that connecting by sharing the enjoyment of food, around a common table, 
are paramount in mealtime experiences. Therefore, supporting informal caregivers 
through adaptation to changes in all food-related processes can assist them in 
maintaining a positive environment, and effectively developing a ‘new norm’ as 
changes occurs. This has been said to be maintained through educating caregivers 
(Keller et al., 2008).
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Information and support services for informal dementia caregivers can assist 
in reducing the effect of stress and aid the caregiver in coping with stressful 
situations, benefiting their physical and emotional health (Manthorpe & Watson, 
2003). Other informal caregivers would struggle without any outside help from their 
family, effectively increasing burden as dementia progresses (Judge, Yarry, & 
Orsulic-Jeras, 2010). As dementia increases, caregivers’ responsibilities also 
increase, and their role changes according to this increase (Atta-Konadu et al, 2011). 
Relationship and gender roles change and transition in the area of the food domain, 
as dementia increases and as informal caregivers adapt to new responsibilities (Atta- 
Konadu, Keller & Daly, 2010; Fjellstrôm et al., 2010). Most studies looking into 
this area have investigated spouse relationships and the differences between wives’ 
and husbands’ dynamic during role changes in food (i.e. gender roles) (Russell,
2007).
According to a Swedish study by Fjellstrôm et al, (2010), a shift in food 
roles posed a particular challenge to male caregivers, as they were not familiar or 
skilled in food-related work. They had to learn about basic cooking demonstrated, for 
example, by going to cookery classes in order to improve their skills. Alternatively, 
they would mostly choose ready prepared meals. The women caregivers were all 
confident in meal preparation, cooking and shopping compared to the men. However, 
they still struggled as dementia progressed and it affected their husbands’ ability to 
help them with food shopping. Interestingly, they did find that having a positive 
attitude really helped with the difficulties of everyday food chores. This study was a 
qualitative, focus group study of 204 male and female spouse caregivers, caring for 
those with Alzheimer’s disease only. In addition, in a similar study, male caregivers 
were seen to gradually make the transition and ease into their food roles as they dealt 
with the behavioural changes of the care-recipients, finding tasks such as cooking, a 
‘unique and precarious’ challenge (Russell, 2007).
A more recent study from Canada, recruited nine men whose wives had 
dementia (Atta-Konadu, Keller & Daly, 2011). These men were interviewed over a 
three-year process on their experiences of eating together. Atta-Konadu et al., (2011) 
created a model to describe this transitional food role and the emotional changes that
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occur during this process (see Figures 5, pp.66). The results indicated that honouring 
identity and maintaining the connection between husband and wife enabled them to 
transition their food roles. This was by learning to adapt to new ways of connecting 
and finding their new identity. These roles were successful when caregivers 
responded to adapting to dementia progression by involving the care-recipient in 
food-related activities, which provided positivity and a sense of engagement within 
the mealtime process (Atta-Konadu et al., 2011). This study adopts a relationship- 
centred approach, which is vital for success making the transitioning between food 
roles that have never been experienced before.
According to Manthorpe & Watson (2003), it has been noted that 
discouraging care-recipients from tasks such as, cooking, washing up or storing food 
away, may be considered to be safe and efficient. However, recent studies, such as 
the one by Atta-Konadu et al., (2011), indicate that it is beneficial to work together. 
Furthermore, some health practitioners view discouraging care-recipients as artificial 
and possibly disempowering (Manthorpe & Watson, 2003). Working together with 
the caregiver has been viewed as not only helping to maintain an interest in food but 
can create a positive and meaningful activity that stimulates a healthy appetite and 
develops a connection for both parties, specifically in their food-related life (Atta- 
Konadu et al., 2011; Manthorpe & Watson, 2003). Other areas of meaningful food- 
related activities are informal caregivers experiencing positive outcomes by enjoying 
food processes, such as going to the shops with the care-recipient, as they gain 
personal rewards and a sense of achievement (Manthorpe & Watson, 2003).
To summarise, it is important to understand how informal caregivers address 
changes in food-related conduct for those with dementia. This should not only be 
during mealtimes but during the whole process of food-care management. This 
includes changes routines in shopping for food and food preparation, as well as 
eating. As there has been little in this particular area, this study will examine the lives 
of informal caregivers who look after people with dementia. This will be done by 
collecting in-depth information on food-related care. As the best way to collect such 
rich data is through qualitative methodology, this study will be using semi-structured 
interviews, in order to allow informal caregivers to express and describe in as much
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detail as possible their experiences with dementia progression and food-related 
processes.
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Figure 5. Sliding into Food Role Process (Atta-Konadu, et al., 2011)
2. Aims
The aim of this present study was to investigate all aspects of food-related processes 
(shopping, preparation and eating) from the perspectives of informal caregivers that 
look after people with dementia. A qualitative methodology, using Thematic 
Analysis techniques was selected as the most effective way to initially explore an 
individual’s experience in the food domain.
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3. Methods
3.1. Design and Procedure
The qualitative method was used to design, conduct and analyse 20 semi-structured 
interviews. Ethical approval was granted by the University of Surrey Ethics 
Committee (see Appendix 1). All the interviews were face-to-face and took place 
during an 8-week period in April to May 2010, with the interviews lasting between 
45 and 60 minutes. The interviews were conducted in the caregiver’s home or a 
public library. A consent form was signed by the caregiver and by those people with 
dementia who had capacity (see Appendix 2 and 3). The participants were 
interviewed in two locations: London and Sutton. All interviews were recorded and 
transcribed. The results were analysed using Thematic Analysis.
3.2. Participants
Ten men and ten women participated in this study. Participants consisted of informal 
caregivers (family, friends or neighbours) looking after people with dementia at 
home and who manage their food-related processes (procurement, preparation, 
consumption). The sample size was appropriate for an in-depth qualitative research 
methodology (Marshall, 1996). None of the participants were paid for their time. All 
participants were given pseudonyms during the transcription of the interviews. The 
participants and care-recipients’ demographic characteristics are displayed in Table 2.
3.3. Recruitment Process
Participants were recruited by advertising in a local chemist, a retired community 
centre, a memory clinic and a national charity, the Alzheimer’s Society. All locations 
were based in London and Sutton areas. Furthermore, health care professionals 
working in dementia and older adults were contacted and asked whether they could 
recommend other potential participants. In addition, attending monthly charity 
meetings and coffee mornings was beneficial to recruit participants. These charity
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events were held by the Alzheimer’s Society, which is a charity organisation for 
informal caregivers of people with dementia. These events were held at a local 
retired community centre and local church.
Table 2
Relationships and dementia sub-types o f  Participants and Care-Recipients
Pseudonym 
name of 
caregiver
Relationship to 
person with 
dementia
Type of dementia 1 Stage of 
Dementia
1 George Husband Alzheimer’s Disease 
and Agoraphobia
Severe
2 Henry Husband Alzheimer’s disease Moderate
3 Maggie Friend Senile dementia Severe
4 Jeff Son ^Unknown Moderate
5 Ana Sister Vascular disease Mild
6 Tammy Wife Alzheimer’s disease Moderate
7 Mary Wife Alzheimer’s disease Moderate
8 Betty Wife Unknown Moderate
9 Patrick Son Alzheimer’s disease Severe
10 Fran Wife Alzheimer’s disease Severe
11 Wendy Wife Unknown Moderate
12 Robert Husband Alzheimer’s disease Moderate
13 Duncan Husband Alzheimer’s disease Moderate
14 Andrew Husband Alzheimer’s disease 
and Vascular disease
Mild
15 Rita Wife Alzheimer’s disease Moderate 
to severe
16 Dave Son Alzheimer’s disease Moderate
17 Sid Husband Unknown Mild
18 Danny Son Unknown Severe
19 Trisha Wife Unknown Severe
20 Juliet Sister Unknown Moderate
Participants were asked: ‘What stage of dementia are they?’ There were three possible answers given. 
2 Participants were asked ‘What type of dementia do they have?’ They responded ‘unknown’ if care 
recipient had not been diagnosed or if they were uncertainty from practitioner.
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Each chosen location was approached to advertise for the study with leaflets 
and posters (see Appendix 4 and 5). The bottom of each leaflet included information 
on how to participate, instructing potential participants to write their name and 
telephone numbers on the leaflet before placing it in a marked box in the shop or 
reception area. This gave participants the opportunity to express an interest in the 
study. Each participant was then contacted via telephone to further explain the study, 
arrange a time and place to be interviewed. In addition, participants were asked a few 
screening questions to ensure their eligibility to take part in the study (see Appendix 
6).
An information sheet (Appendix 7), confirmation letter (Appendix 8) and 
consent form were posted to each participant before the interview took place. People 
with dementia who had the capacity to understand and be informed of the study were 
also sent an information sheet and consent form to consent to their caregiver being 
interviewed. This information was ascertained by their caregiver. If the person with 
dementia lacked the capacity to give permission to give consent, the informal 
caregiver acted in his or her best interest, bearing in mind the provisions of the 
Mental Capacity Act 2005. The interview was not conducted until informed consent 
had been obtained from each participant and appropriate informed consent was 
gained from the person with dementia. Feedback of results was offered to all 
participants (Appendix 9), along with a table of addresses and information on places 
where informal caregivers can go for support and further information on caring for a 
person with dementia (Appendix 10).
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Table 3
Results o f  Recruitment Successes
Location Male or female recruited Overall number
The Alzheimer’s 3 Males 5
Society 2 Females
Local chemist 3 Males 
5 Females
8
Poster
advertisement
2 Female 2
Researcher’s 4 Males 5
personal contacts 1 Female
Total 20
3.4. Interview Schedule
All interviews were semi-structured (see Appendix 11). This gave participants the 
opportunity to describe their own experiences and feelings in caring for a person with 
dementia and their food-related processes. The interview was divided into 4 sections: 
(A) Demographics: describing a caregiver’s relationship with care-recipient, type of 
dementia, stage of dementia and growing dependence of daily living activities. (B) 
Caregivers’ perspectives on care-recipients’ decline, in their ability to manage each 
food process (shopping, preparation and eating), from point of diagnosis to present 
time. (C) This section used the Critical Incident Technique (CIT). This involved 
asking caregivers to describe specific food-related incidents in as much detail as 
possible, providing solutions to practical problems.
‘CIT is a well-proven qualitative research approach that offers a practical
and their significance to the people involved’ (Hughes, et al., 2007, pp.l). CIT in this 
study was used in order to encourage people to discuss more in depth about their 
positive and negative aspects on food shopping, preparing and eating, in order to gain 
richer data. The primary objective is to collect descriptions about factual incidents 
that can bring forward the understanding of why people behave in certain ways under
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certain circumstances (Mârtensson, Dracup & Fridlund, 2001). The benefit of CIT is 
that participants can focus on those issues that are of critical importance to them 
(Mârtensson, Dracup & Fridlund, 2001). The questions asked enabled participants to 
describe: (1) Good and bad incidents in relation to food shopping, preparation and 
eating, (2) Measures taken to handle or manage the situation and (3) Suggestions for 
measures that could prevent a bad situation from occurring.
The fourth section of the interview, Section D, investigated the importance of 
receiving food information and support services for informal caregivers of people 
with dementia. This section has been placed into Chapter 3 and has been treated as a 
separate topic as it explores a different area of food care and dementia.
Each interview took approximately 45 to 60 minutes.
3.5. Analysis
One researcher independently analysed all 20 transcribed interviews using Luborsky 
and colleagues (1994) technique for Thematic Analysis (see Appendix 12 for an 
example transcript). Thematic Analysis was particularly appropriate for the analysis 
of qualitative interview data obtained from in-depth semi-structured interviews. 
Thematic Analysis is a representation of a participant’s own opinion that describes 
their beliefs, perception and direct experience (Butcher et al., 2001). Thematic 
Analysis is a useful tool as it provides flexibility, which provides a rich and detailed 
account of the data (Braun & Clarke, 2006). All 20 transcripts were read through 
once for familiarity only. Second readings of all transcripts were completed to 
identify preliminary topics and main themes. "A preliminary topic is a descriptive 
label or code listed as either a phrase or word summarizing the grouping together o f  
compatible or common themes ’ (Butcher et al., 2001, pp.29). All preliminary topics 
and overall main themes have been summarized into Tables 4, 5 and 6 (pp.73-74).
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3.6. Justification of methods
A semi-structured interview method was selected as it pre-prepares the researcher 
with set questions allowing them to feel confident that the interview will run well 
(Cohen & Crabtree, 2006). In addition, it provides participants the opportunity to talk 
openly and at length about their experiences, gaining a direct insight in the 
caregiver’s and person with dementia’s routine and changes that occur and the 
dementia progresses. A structured interview could have been used, however, there 
needed to be some form of guidance and direction with the interview, to gain 
information on each food process and the changes that occurred. The semi-structured 
interview questions may be seen as too broad, however, probe questions have been 
designed to facilitate the conversation.
4. Results and Discussion
From the analyses an initial set of 38 preliminary topics were found. These 
preliminary topics were used as a guide to add and modify themes as the analysis 
proceeded. From the coding of each transcript, 13 main themes were identified. 
These were: rapid decline in food shopping; difficulties shopping for food, 
purchasing food, a day out, a gradual decline in food preparation, safety in the 
kitchen, adapting to food preparation roles, shared responsibilities, a slower decline 
with the ability to eat, diet, appetite and weight changes and eating out.
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Table 4
Food Shopping
Type of Food- Main themes Preliminary topics
related
processes_________ ._____ ________
Shopping Rapid decline in food shopping First food process to decline
Changes in paying for food
and drink routine_________
Travelling to the shops
Decisions on buying food and 
drink items
Difficulties shopping for food Behavioural difficulties while 
food shopping 
Stress adapting to a new 
routine
Reducing care-recipient’s 
involvement 
Hoarding food
Purchasing food Purchasing the same items of 
food as before diagnosis 
Purchasing different items 
from before diagnosis
A day out Opportunity to be outside 
Change of environment
Enjoying and connecting
Table 5
Food Preparation _______________  '_______
Type of Food Main themes Preliminary topics
process   -
Preparation A gradual decline in food _  Adapting to gradual change
preparation Forgetting steps in food
preparation
Specific incidents that 
gradually decline
Safety in the kitchen Dangerous incidents in the
kitchen
Taking precautions to
eliminate hazardous incidents
Adapting to food preparation New experiences for male
roles caregivers
Simplifying food preparation
No changes in food
preparation since diagnosis
Shared responsibilities Receiving help and support
Maintaining preparation
activities
Problems sharing
responsibilities
Table 6
Eating
Type of Food- Main themes Preliminary topics
related
processes
Eating A slower decline with the ability to The last process to decline
eat Difficulties eating in later 
stages of dementia
Diet Maintaining the same diet 
Change in preferences for food
Appetite and weight changes A significant amount of weight 
loss
Deciding what to eat first 
Portion sizes
Weight loss solutions
Mealtime behaviour Difficulties using cutlery 
Food and drink to mouth 
Implementing strategies
Difficulties knowing what to 
eat
Eating out Difficulties chosen from menu 
Restaurant sized portions 
Enjoying a everyday 
environment
A set pattern emerged between a progressive decline in dementia and food- 
related processes. Informal caregivers described the area that the care-recipient first 
experienced decline, which was shopping for food, followed by preparation and then 
eating. Informal caregivers adapted to and coped with these changes accordingly. 
They said that being involved in food-related activities was an area he or she could 
share and enjoy together with the person with dementia. However, stress also 
occurred for the participants, particularly as adapting to changes in food activities 
would be managed with no prior knowledge or awareness.
4.1. Food Shopping
4.1.1. Rapid Decline in Food Shopping
Food shopping was generally the first food- related process that informal caregivers 
took control of, as the ability of the person with dementia to procure food declined
74
rapidly. Caregivers had to manage all aspects of procurement, such as getting to the 
shops, selecting and paying for food:
“Well I  do the shopping; I  have to do all the finances and all the planning. In the 
early days she used to come with me, then it became such a chore that I  decided to 
do it myself. ” (Robert, wife with moderate AD)
Many informal caregivers noticed a progressive decline in food shopping 
through the need to arrange the finances i.e. paying for food and drink. The caregiver 
may not have had the responsibility before, but due to the care-recipient’s inability to 
manage money and bills, they adapted to these changes accordingly. Even though 
certain roles of the caregiver changed, shopping could still be done with the care- 
recipient:
“I  have to buy the stuff now but we go together as i t ’s a joint effort. I  look after the 
money and make sure we buy food!' (Henry, wife with moderate AD)
The ability of a person with dementia to travel for food declined. They 
increasingly found walking or driving to the shops difficult as they would forget 
directions or lose their way. A son described the decline of his mother’s ability to 
shop for food:
“She would go to the shops by foot. Into the village but it became too difficult for her 
to remember directions and people from the village would call me to tell me to go 
and collect her. After that I  started driving to the main supermarket. ” (Patrick, 
mother with severe AD)
Selecting food became problematic and confusing. Care-recipients had great 
difficulty deciding what they wanted to buy. They became confused as to why they 
had to shop for food. The care-recipient would become overwhelmed in making 
decisions and they found it difficult to select items. Informal caregivers assisted with 
selecting and purchasing food:
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“I  had to take her round and explain everything to her. She would ask questions, not 
in an aggressive way but she would ask questions as she can’t analyse 
anything. "(Andrew, wife with mild AD and VD)
Travelling to the shops, handling money and decision-making in buying food 
have all been predominately affected in people with mild dementia. Most female 
participants said that dealing with money and driving were additional activities that 
they did not manage before diagnosis and some struggled to manage all the food 
shopping activities on their own, i.e. driving, carrying the groceries and unpacking.
Most male participants would know what to choose even if they did not select 
the items before becoming a caregiver, thus adapting well but was a change to their 
food role. Participants described adapting to this decline and managing the care- 
recipients’ food shopping very early on after diagnosis as cognitively the recipient 
did not have the capacity to manage alone. So, the participants had to make decisions 
and development their own coping strategies to assist efficiently. Brush and 
Colleagues (2006), support these results as they have indicated that losing one’s 
abilities in food-related activities starts early, and people with dementia find it 
difficult to complete steps, such as shopping for food items.
As in the study by Fjellstrôm and colleagues (2010), whereby shopping for 
food gradually declined and the caregiver had to take over completely and manage 
alone. In the study by Fjellstrôm et al., it was mostly the females caring for a spouse 
with dementia that found it difficult to transition from shopping as a team to 
managing alone. This study supports their findings as it was also found that 
difficulties occurred with female caregivers and shopping and managing everything 
on their own. Amelia et al., (2008), discussed concerns that people with dementia 
have when shopping as they want to pay for food, which was found in this study too. 
However, this study described people with mild dementia and gained an account of 
food shopping from the point of diagnosis, whereby Amelia (2008) focused more on 
moderate to severe care-recipients.
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4.1.2, Difficulties Shopping fo r  Food
Various incidents in food procurement arose, such as wandering, questions asked on 
why certain items were selected or care-recipients not being steady on their feet. 
These incidents increased as dementia progressed and the participants described that 
they had to deal with the situation accordingly. This was managed through devising 
convenient coping skills and using easy and safe options, such as the example given 
below:
“1 always take her when I  go shopping, can’t leave her on her own. She is able to 
come shopping with me without the aid o f the trolley. She is a bit o f a nuisance now, 
as she does not stop walking. I  have to direct her into one o f the aisles and put the 
break on the trolley. Otherwise, she will be flying round the supermarket with it! At 
the moment, that’s the latest thing she’s doing, once she gets going she doesn ’t 
stop! ”(Danny, mother with unknown type of severe dementia)
Managing both food shopping and care-recipients’ problematic behaviour, 
such as wandering and repeating questions would be stressful on the caregiver. Often 
decisions were made on how to assist care-recipients through trial and error 
processes. The participants decided not to involve people with dementia in shopping 
for food if it would be quicker and less stressful to shop alone:
“Ijust decided that it would be easier to shop on my own. It would take longer i f  I  
went with Audrey, as she puts unnecessary items in the trolley and shopping became 
stressful. ” (Juliet, sister with moderate unknown type of dementia).
From the study, the participants made the decision to reduce responsibility 
while shopping, e.g. not being with the care-recipient while shopping for food, was 
described as reducing the caregiver’s burden. However, overall, the participants 
adapted to new routines and often to more responsibility as dementia progressed, 
such as driving, handling finances, as well as purchasing food. This would be 
stressful on the caregiver as the person with dementia solely depended on them for 
food procurement. Stress increased as informal caregivers adapted to a new role and
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routine. An example of this progressive decline in assisting the caregiver with food 
shopping and increased stress is given below:
“The other day all he did was bring some bread in and he said, “Oh, Fm too tired I  
need to rest now. ” He sat down and I  had to do the lot, it took me about an hour and 
a half. He does not realise how it takes it out on the carer. Before he used to put the 
bags in the kitchen and now he doesn’t. So that’s a bad point I  guess. The bad side is 
I  have to do it all myself, all the shopping and unpacking. ” (Tammy, husband with 
moderate Alzheimer’s disease)
For some informal caregivers this was a gradual progression and they found 
adapting to new responsibilities a natural process. Others would see this process as a 
necessity as alternative options were rarely available; so their coping skills would 
develop automatically. This can be related back to the model by Pearlin and 
colleagues (1990), the stress and coping theoretical model. This model suggests that 
each caregiver experiences stress from dementia progression, such as, behaviour 
problems and react accordingly to the potential distress, such as burden. From this 
study the stressors are the participants’ managing stressful situation with food care, 
who unfolds coping strategies that enable them to adapt easily to changes in food 
procurement.
From this study, the participants discussed how they would receive assistants, 
for example, their son or daughter, to help them with driving to the shops or to buy 
food for them. Others would have no help and would rely solely on themselves, 
effectively increasing the burden of the caregiver as dementia progressions. Another 
indication that care-recipients were unable to manage shopping for food was when 
caregivers discovered food being hoarded. People with dementia would buy food 
even though they were already fully stocked. Hoarding food was particularly 
common in the case of a person with dementia living alone:
“What we hadn Y recognised was we never checked her cupboards before we went 
shopping. We never checked because when I  had to go and clear her place out there 
was so much food. We had not questioned why she needed all this food. Every month
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she would say she wants to go shopping because she lived alone and because she 
used to cook for us. We thought obviously she used up the ingredients but she didn X 
it was just there. ” (Maggie, friend with severe Senile dementia)
The decision not to take the care-recipient shopping, conflicts with the theory 
of working and connecting together (Atta-Konadu, 2011) and, as Manthorpe and 
Watson (2003) suggest, this may be isolating and disempowering for the person with 
dementia. However, in adapting to increasing responsibility, caregivers may 
experience distress; this in turn may increase emotional effects on their physical and 
psychological health (Gitlin et'al, 2001; Vitaliano and colleagues (1996). Therefore, 
the decision to manage food shopping on their own is more effective in the long run, 
in regards to this particular food-process. Many studies show that people who have 
supportive social relationships have better physical health (Judge, Yarry and Orsulic- 
Jeras, 2010; Manthorpe & Watson, 2003). Although physical health was not 
measured, the participants in this study who mentioned having family or friends 
helping them with the shopping, described food shopping as less stressful than those 
who manage completely on their own.
4.1.3, Purchasing Food
Participants described how they maintained a similar diet for themselves and the 
recipient as they did before the person had dementia. These participants selected the 
same food when shopping. They maintained simple coping strategies by keeping to 
what they knew before taking on the carer role, i.e. buying food that they have 
always bought. They found this less stressful and also found that the care-recipient 
would be less difficult in their behaviour as they would recognise the items going 
into the basket and therefore were happier keeping to the same routine. The 
participants based their food choices on what they knew the care-recipient enjoyed 
before having dementia:
“Ijust shop for food that we have always eaten. I  know what she likes so I  go based 
on what I  know she likes. There is no heated debate or spoken words. I  just get on 
with it. ” (Ana, sister with mild VD)
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For the majority of the male participants, food shopping was a new 
experience. Male caregivers adapted to anew role in food procurement by basing it 
on what they knew had been bought prior to diagnosis or alternatively found it 
convenient to buy ready meals. These ready meals were viewed to be just as 
nutritious as buying fresh products:
f/ze year W  more jo  Mow we fW e rgaüfymWg mea/j. /  dan V f&Mr 
yaw ca% 6eaf f/z&yg reaffy/Made /Mea/j. ^zzarW f&zMg we ga ra MzrÆ? aM^^aezzagr,
not often, as it is quite expensive. We buy fish from them, cod mash potatoes with 
vegefaa/gj, f/zgy arg T2PP gaaA, rg a ^  zzzga/^^azzz " (Henry, wife with 
moderate AD)
Those participants who bought ready meals, were developing their coping 
skills by selecting items that were less complicated and therefore, less stressful. This 
enabled them to transition into a new-role and as Keller and colleagues (2008) have 
named it as a ‘new norm’. As in the study by Atta-Konadu et al, (2010) who studied 
male caregivers, the males in this study slowly made the transition and moved into 
their new food roles as they found ways of coping with dementia progression and 
changes that occurred with food-related activities. This also supports the study by 
Fjellstrôm and colleagues (2010) where husbands were more likely to buy ready 
meals for themselves and their wives with dementia.
4.1,4. A Day Out
Some participants described food shopping as an opportunity to be outside the house 
with the care-recipient and enjoy and connect with them. They described food 
procurement as being a positive experience. For example, a few participants 
mentioned that they would incorporate a shopping trip with going to have a coffee 
together. It was described as a day out for both caregiver and care-recipient, a chance 
to go out together and it made a change from their home environment:
It actually makes a bit o f a trip out for both o f us. That’s the way we arrange most 
o f our food shopping, through supermarkets. ” (Duncan, wife with AD)
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These participants had a positive and proactive view on food shopping tasks. 
Therefore, according to Keller and colleagues (2007), increasing satisfaction and 
decreasing stress. Although Keller et al (2007) did not necessarily focus on food 
shopping, the outlook that the caregivers had to the food domain overall indicates 
that with the right perspective and attitude, food shopping becomes less of a burden 
and more of an opportunity to spend time with the recipient. Also supported the 
concept from this study is the study by Fjellstrôm et al. (2010), were they suggested 
that having a positive attitude can be beneficial in dealing with what could otherwise 
be difficult maintaining food chores.
4.2. Food Preparation
Overall, this section describes care-recipients as having a slightly slower progression 
of decline in food preparation compared with food procurement. Many people with 
dementia were still able to lay the table: however, preparing a meal proved difficult 
and, to a certain extent, dangerous and hazardous. Similar findings were found in a 
previous review by Brush, and colleagues (2006), where they described people with 
dementia unable to safely operate a stove and unable to recognise food when spoiled.
4.2.1. A Gradual Decline in Food Preparation
Informal caregivers adapted to food preparation as dementia progressed. The person 
with dementia would stop cooking altogether, as the process of preparing a meal 
would become confusing and often tasks were left incomplete. The repertoire of what 
the person with dementia was able to prepare would decrease and the range of food 
that was cooked would be limited. The care-recipient would prepare meals less 
frequently or forget how to prepare a meal as the illness progressed. This would be a 
gradual decline, and their caregivers adapted to these changes accordingly:
“She used to cook for me and my friend and we used to look forward to that but then 
all that stopped. One day I  asked her to do some chicken because she would do it 
very nicely. She would season it up nicely but then I  noticed that she did not really 
know what to do. So I  sort o f  rinsed the chicken o ff and sprinkled it but she couldn’t
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do it and that’s when it hit me that she just couldn’t do those things. ” (Maggie, 
friend with severe senile dementia)
The participants found describing the decline on the care-recipient and their 
ability to prepare food through the example for making a cup of tea. They describe 
this step-by-step task and how the care-recipient would slowly be unable to complete 
it. This was a common example given in food preparation incidents by the 
participants:
“My mother hasn’t made tea even before going into hospital. I  believe that with 
Alzheimer’s, making tea is too complicated, like putting a bit o f water and filling it 
up with milk or putting the water and milk with no tea bag and things like that. My 
mother used to do that sort o f thing. ” (Danny, mother with unknown type of 
dementia)
Many of the participants used the example of making a cup of tea to 
described food preparation decline. This seemed to be an easy incident for them to 
remember as they could clearly describe the steps of decline that occurred during this 
particular process i.e. putting teabag in cup, boiling water in kettle, pouring water, 
adding sugar and milk. As the participants were interviewed in England and the 
majority being British and from an older, more tradition generation, it is most 
probable that this specific example derives from a cultural aspect and their link 
between daily activities of food preparation and the effect it had for the person with 
dementia.
4.2.2. Safety in the Kitchen
As dementia progressed the kitchen became an increasingly hazardous area for care- 
recipients. Participants mentioned that dangerous incidents would occur, such as the 
recipient trying to boil water by putting the plastic kettle on the hob or burning 
themselves on the stove. Other extreme cases were also mentioned, particularly if the 
person with dementia was living alone, as in the following example:
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“One day the carer left and she called me at home to say she had to call the fire 
brigade because there was smoke in the place. What had happened was she must 
have put something on the cooker and forgot to take it o ff So I  had to disconnect the 
cooker. The microwave she nearly blew up so I  had to disconnect all that. So she had 
to have somebody going in three times a day to give her meals. ” (Ana, sister with 
severe VD)
As a result, informal caregivers took precautions to eliminate dangerous 
incidents by removing sharp knives and electrical appliances in the kitchen, 
particularly if the person with dementia lived alone. Some informal caregivers would 
not allow them into the kitchen because of the dangers of kitchen appliances. These 
techniques were seen as extreme measures but the only way accidents could be 
prevented:
“Food was never one o f her sore points really, she cooked, and she was a good cook. 
Then we could not let her cook, use the cooker, for fear o f explosion. It was then 
when we started getting meals on wheels. She would leave the gas on and I  had to go 
round checking that everything was switched o ff properly. You have no idea actually 
how bad it is looking after someone like that. ” (Henry, wife with moderate AD)
These coping techniques reduced risks to the care-recipient but also reduced 
stress for the caregivers. As stress and coping theories have noted, developing coping 
skills are important in order to diminish or reduce the impact of stressors (Lazarus & 
Folkman, 1984; Pearlin et al., 1990), which in the case of this study have been to 
minimize potential dangerous incidents in the kitchen, therefore reducing 
unnecessary distress. Even from very early on in the stages of dementia, a few of the 
participants described the care-recipient as being hazardous in the kitchen, 
suggesting that these coping skills must be developed from the moment they take on 
the role of carer.
4.2.3. Adapting to a Food Preparation Role
For some caregivers preparing food was a new experience particularly for male 
caregivers. Even though they adapted to a new role out of necessity, they described
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this as an educational and enjoyable process. These participants developed and 
gained confidence in food preparation, as they would actively build their skills, for 
example, by learning new recipes from cookery books. They were able to develop 
skills that they felt provided them with the security that the person with dementia 
would remain on a good diet and would be fed appropriately:
“I  do all the preparation and cooking at home now. It just dawned on me that I  
needed to do the cooking, so I  went on a cookery course and from there it just 
progressed. She can still make a cup o f tea, set the table and wash the dishes but the 
food itself I  do all that. It all belongs to me. I  realised that I  had to learn to cook. I  do 
not think it was too early in doing it; in fact, I  was on the late side. ” (Robert, wife 
with moderate AD)
The female care-recipient was described by the male participants as 
progressively losing the ability to perform food preparation activities and gradually 
became unable to perform these activities which they once did on a daily basis. 
Therefore, the male participants, not just husbands, but also sons and friends, caring 
for a recipient living alone, had to intervene and assist or take over theses food roles. 
Furthermore, the participants described how their new food role required planning 
and Tor some had to develop new skills (e.g. cooking), as the carer made the 
transition into their ‘new norm’.
Part of this planning and transitioning made some participants decide that it 
would be more beneficial to receive meals-on-wheels, as they perceived this as an 
easy and safe option. This was mostly from male participants and caregivers of those 
living on their own. They described it as reducing complications and simplifying the 
preparation process, making it more enjoyable for both parties.
“I  never did cook, I  couldn ’t cook to save my life but I  must say I ’ve learnt the rules 
out o f the instructions for microwave meals. I  know the stuff to do in the oven but we 
don’tprepare meals now, we don Y go and buy the meat, potatoes, we will have 
frozen vegetables. ” (Andrew, wife with mild AD and VD)
84
Other caregivers, who had previous experience in food-preparation, were 
mainly female caregivers. These participants described how they prepared food for 
the person with dementia even before diagnosis. Therefore, food preparation was not 
a concern for them because they continued to prepare food in the same manner as 
before the diagnosis:
“I  don Y have to ask him now what to cook. I  can just cook it. There’s no more trying 
to think o f what he wants to eat. . We still go out for a pub lunch once a month. But 
I ’ve learnt to make the decision. ” (Rita, husband moderate to severe with AD)
These results found from this section (4.2.3), supports the studies by Russell 
(2007), who found that food roles, such as cooking and preparing a meal were a 
unique and in most cases achievable challenge, particularly for husbands caring for 
wives with dementia. It highlights how male caregivers are not necessarily familiar 
or skilled in food-preparation, as mentioned in the study by Fjellstrôm et ah, (2010). 
Both from the result in this study and that of Fjellstrôm and colleagues have 
indicated that male caregivers gave similar examples of wanting to attend cookery 
lessons in order to improve their skills.
This indicates that by being proactive, a lot can be achieved, particularly as 
some caregivers have managed to learn new skills in later life. By having this drive 
to learn how to cook, in order to prepare healthy food for themselves and the 
recipient, this will not only maintain their physical health, i.e. prevent them from 
malnutrition, but will provide them with satisfaction with his or her food role, which 
can have an overall impact to their caregivers role in general.
4.2.4. Sharing Responsibility
Some participants found it important for eare-reeipients to assist them in the food 
preparation procedure, such as laying the table. However, in some instances the 
person with dementia had no capacity to help, making it more difficult for the 
caregiver. This added to caregivers’ responsibility and increased stress.
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‘My husband could lay a tray for a meal, he could make himself sandwiches for  
lunch, make a coffee, but now h e’s got to a point whereby he says to me, “Where’s 
the tray? ” or “Where are the cups? ” Even i f  he wants a glass o f water, he ’11 wander 
around the bungalow andjust say well, “Where do I  get water from? ” “The tap is in 
the kitchen!” “Tap? ” So everything is repetitive and the big thing is they can’t learn 
anything new. ’ (Tammy, husband with moderate AD)
The participants described the person with dementia as wanting to help and 
contribute to food preparation but were unable to do so due to confusion and 
forgetfulness. This would lead to frustration and addition stress for both parties:
‘He gets in a muddle. He can’t make a cup o f tea but I  know there’s always 
something they ’d like to do for you. H e’s always saying, “Anything I  can do? ” I  tell 
him to lay the table. He ’11 ask me where the knives and forks are, the mats. He wants 
to do something; he wants to lay the table. ’ (Wendy, husband with moderate 
unknown type of dementia)
It was important for informal caregivers to encourage participation from the 
eare-reeipients in food preparation activities. An example of a caregiver’s concern on 
maintaining food preparation activities is given below:
‘When I  retired I  never cooked, I  do the breakfast now. I  am more conscious now and 
I  worry over her andfood and I  do most o f the preparing, Lily used to do most o f 
that. With the food preparation, I  have to do that as well. Like last night, we had 
kippers and I  prepared them but I  left them for Lily to serve up. I  do it on purpose so 
that she helps me out and keeps a routine. So, we ’re both involved but really I  do the 
preparing. However, really I  wish she would do it all. She doesn ’t even know how to 
work the oven. ’ (George, wife with severe AD and Agoraphobia)
Sharing responsibilities would not always be possible, as eare-reeipients 
would want to help in the kitchen but found it difficult to recognise utensils, or forget 
how to perform food preparation chores, e.g. peeling vegetables. Although people
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with dementia wanted to contribute in the food preparation process, they were unable 
to do so, creating a stressful situation for both themselves and the caregivers:
‘She gets very annoyed with me because I  try to help and say, “set the table and you 
need your knife andfork” and she gets very annoyed and says, “I  know what I  
want! ” she doesn’t quite know where it is to get it out. I  find the saucer in the fridge 
and the cheese among the cups. ’ (Andrew, wife with mild AD and VD)
This indicates, as with food shopping, that although in some cases discourage 
people with dementia from tasks such as, cooking, and storing, may be regarded as 
artificial and disempowering, in certain cases it may be more beneficial and easier to 
manage without the care-recipient intervening (Manthorpe & Watson, 2003). 
Therefore, it was found more positive and less stressful for both parties if the care- 
recipient did not engage in these food-related activities. Although at the same time, 
the participants were aware of the importance of encouraging the person with 
dementia. As found in theories, such as from Atta-Konadu et al (2011) and Chang 
and Roberts (2010) whereby maintaining food activities can assists to stimulate 
physical and mental activity, self-worth and maintains a close relationship between 
both parties. As a result, the caregiver gains satisfaction when encouraging people 
with dementia to sustain their food management abilities for as long as possible.
From this study, it clearly indicates that as dementia progresses this is not always 
feasible.
4.3. Eating
4,3.1. A Slower Decline with Ability to Eat
Eating was described as the last food-related process to decline. The majority of 
people with dementia could feed themselves and had no problem eating. Problems 
would occur mostly at the final stages of dementia. This supports the theories by 
Morris and Volicer (2001) and Berry & Marcus (2000) that eating difficulties 
increase more in the later stages of dementia, increasing care-recipients malnutrition 
and caregivers’ stress.
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4,3.2. Diet
The majority of the participants maintained the same diet as before diagnosis. Even 
though people with dementia showed no preference for any food in particular, it was 
reassuring for caregivers to know that care-recipients were eating a meal they used to 
enjoy prior to having dementia. By participants maintaining the same diet, it 
provided the carer with the confidence that they are managing well, as he or she 
would produce a meal that they know the care-recipient liked prior to the illness.
This also incorporates the importance caregivers have maintaining a routine that they 
had before taking in the carer role and therefore, achieving a sense of normality in 
their daily lives. Maintaining the same routine has the ability to reduce unnecessary 
stress, as according to Raffety and Griffin (2006), the fewer changes that occur, the 
less distress the caregiver will experience (e.g. feelings of fatigue).
“Before we would have a discussion on what type o f food he would want, like a pork 
chop or fish but now he cannot make a decision. In the end you don Y even offer the 
choices so you make it yourself ” (Trisha, husband with severe unknown type of 
dementia)
Many people with dementia changed food preferences; in particular, many 
participants described the recipients as wanting to eat sweet foods, e.g. chocolate. 
Their eating habits changed, they refused to eat, or were disinterested in eating 
certain foods, such as carbohydrates, vegetables and fruit. This was worrying for the 
participants as he or she felt they have little control over providing a healthy diet. 
They attempted to encourage the recipient to eat a proper nutritious meal but their 
difficult eating behaviour would not be easy to correct:
“He says he’s going o ff the taste! And about bread, it seems to be the carbohydrates. 
Before he would eat any amount o f bread and potatoes and now he doesn’t want so 
much. ” (Tammy, husband with moderate AD)
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4.3.3. Appetite and Weight Change
Participants described people with dementia as expressing little interest in eating and 
showed no sign of being hungry. The care-recipients would not eat as much as they 
used to, rejecting food, consuming smaller portions or eating slowly. Deciding what 
to eat became increasingly difficult, particularly if they had a variety of foods to 
choose from on their plate:
“The bad thing about eating would be that she found it difficult to choose. I f  we went 
anywhere she wouldfind it difficult to make a decision. ” (Dave, mother with 
moderate AD)
Participants adapted new techniques, such as providing the care-recipient 
with smaller plate portions than previously given, although snacks were offered 
between meals to keep up food-intake. As a result, participants would be concerned 
with the reduced appetite and weight deterioration of the care-recipient. Over time 
the person with dementia would eat less and gradually lose a substantial amount of 
weight. In some cases, the participants were able to develop good coping methods 
and strategies to help the care-recipient gain weight:
“She went from size 16 and now she is down to a size 8. She has lost a lot o f weight. I  
don’t know why, she was quite ill really and we didn’t know what was going on but 
now certainly we ’re stable and her appetite is as good as mine. ” (Danny, mother 
with unknown type of dementia)
These coping methods to overcome problems of appetite and weight loss 
would include the participants dedicating time to prompt and encourage care- 
recipients to eat:
“So it was hard, it still is difficult at the moment but she has improved a lot with her 
eating. At first I ’d sit with her for two hours and i f  she had two mouthfuls it would 
have been plenty and the weight was just falling off. ” (Maggie, friend with severe 
senile dementia)
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As many studies have focused on weight loss (e.g. Rivière, et al. 2002). The 
account above is not surprising. Weight loss can cause malnutrition and other 
physical problems, (Watson & Green, 2006) therefore the fact that these participants 
have been able to develop coping skills from adapting to the changes in dementia 
progression is encouraging. Particularly as the majority have not had that much 
outside help, including social support from friends or family. Weight loss has been 
described as common in severe dementia (Brush et al., 2006); however, these 
participants experienced weight loss with their care-recipient from mild to moderate 
stages indicating that physical deterioration can happen throughout the stages of 
dementia. Nevertheless, they have been able in some cases to stabilise and even 
increase a person’s weight through dedicating their time during meals. This supports 
theories, such as that by Aselage and Amelia (2010), that by giving care-recipients 
the right attention and accommodating to their needs, improvements can be made to 
their physical decline. In addition, having the correct outlook, in terms of positive 
proactive thinking and maintaining connected to the recipient, can result in a positive 
outcome in weight maintenance and, in turn reduce the burden and worry for the 
caregiver (Amelia, 2004; Gilliet-Guyonnet, 2000).
4.3.4. Mealtime Behaviour
The way in which people with dementia ate progressively deteriorated, with the 
inability to use cutlery appropriately, finding it difficult to judge spatial awareness, 
how close to put food to their mouth or to hold things upright. The difficult 
behaviours that care-recipients have during mealtimes, lead to increased stress for the 
participants. A participant described her difficulties with managing the care- 
recipient’s eating behaviour and described developing and understanding the 
mealtime environment as changing constantly:
“When he holds his ice-cream it’ll be at an angle and its all tipping out. When I  tell 
him to keep it straight, he tells me it is straight. It is nothing like straight! We have a 
lap tray but he does not seem to understand that the food won’t fa ll o ff your lap. 
Things just happen day to day, week to week and we cope and hope we cope the right 
way. ” (Rita, husband with moderate to severe Alzheimer’s disease)
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However, participants described being able to develop effective coping 
strategies, making mealtime easier and more enjoyable. He or she talked about how 
they were able to manage and organise mealtimes that led to less stress for both 
parties. These strategies were; cutting food for the person with dementia to make it 
easier to pick up food with their fork, having finger foods and where possible 
avoiding ‘sloppy’ foods, such as, soups:
“Quite often you put stuff down in front o f her and she doesn’t eat it as though she 
doesn’t see it there. So now, I  am feeding her and she is not very good with the knife 
and fork. Picking up something with the fork is a bit hit and miss, so I  cut the food  
into chunks. Quite a lot o f the food she picks up with her fingers. Like mashed potato, 
quite a lot gets spilt on the carpet as you can see.” (Patrick, mother with severe AD)
This supports studies by Keller and colleagues (2007; 2010), that while some 
informal caregivers are innovative and develop strategies to overcome these issues, 
mealtimes continue to be difficult and cause burden for the caregiver. How well 
caregivers adapt and provide support during difficult behaviour is important in 
maintaining nutritional status (Stockdell & Amelia, 2008). Furthermore, having the 
ability to transition and adapt to changes successfully through connecting and 
maintaining the relationship with the recipient, reduces stress and results in positive 
outcome (Atta-Konadu et al., 2011)
4,3.5, Eating Out
Eating out was described as a difficult and an enjoyable experience. Participants 
described the need to select from the menu as people with dementia would become 
confused when expected to make a choice. Other issues with eating out were eating 
slowly, being overwhelmed by big portions that restaurants would serve them or 
offering food to others:
‘The bad thing about consumption would be that she found it difficult to choose. I f  
we went anywhere she wouldfind it difficult to make a decision. But that wasn 7 
really dramatic. You ’d have to go through the menu with her rather than let her look
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at it and in choosing some things she needed an explanation. ’ (Jeff, mother with 
moderate unknown type of dementia)
This supports the study by Keller et ah, (2007), whereby informal caregivers 
have identified that although mealtimes are an important social occasion and an 
opportunity for emotional engagement, there are concerns due to the difficult 
behaviour that people with dementia have. For the participants in this study, for the 
majority of the time, going out to eat in a social environment was enjoyable both for 
the caregivers and for care-recipients, as it was seen as an opportunity to interact 
with each other in a ‘normal’ situation.
5. Summary of Results
To summarise the findings, it was found that caregivers described a set pattern of 
decline in the way dementia progresses and the effect this has on the ability of a 
person with dementia to manage their food-related processes. Shopping was 
described as the first ability to decline, followed by preparation and lastly eating. The 
participants described various way they adapted to these changes, difficulties they 
faced and routines that were adjusted in order to maintain a sense of normality. Even 
though they did talk about stressful events there was also a sense of enjoyment 
around the food area.
6. Methodological Lessons Learnt
Recruiting dementia informal caregivers was more difficult than anticipated by the 
researcher. In order to gain contact with the participants the researcher had to find 
key people who had direct contact and rapport with them. This was mainly from the 
Alzheimer’s’ Society charity and a local chemist, where customers and clients felt 
comfortable in sharing their experiences. As caregivers are looking after a vulnerable 
group, it is a sensitive area and many people felt protective over them. However, the 
researcher found that approaching the caregivers face to face by, for example, 
attending the Alzheimer’s society meetings, increased the researcher’s success in
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recruiting participants, as the caregivers were able to identify who the researcher was 
and this would put them ease.
Overall, caregivers that took part were happy to discuss their experience and it was 
found that caregivers preferred to talk freely with a little guidance from the 
researcher, as opposed to being asked set questions, such as in Study la, were the 
Critical Incidents Technique (CIT) was used. The CIT method was not as successful 
in generating data as the semi-structured interview as caregivers preferred to express 
their opinion and experience openly. This could be due to caregivers feeling that they 
have the opportunity to discuss their experiences with someone who wants to help.
7. Implications
There are several implications from this study. Mainly that the participants 
observed a set pattern of decline within food-related processes, with the care- 
recipients’ abilities to shop for food decline first in food shopping, then food 
preparation and lastly in eating. This study brings a unique account from an 
informal caregivers’ perspective, on food-related activities with people with 
dementia. This is unique as participants were specifically asked to discuss 
dementia progression from the point of diagnosis till present in all three food- 
related processes. This is a rare study, as many before have focused on the 
eating process or with spouse caregivers only. This study is supported by a 
current study by Atta-Kotana (2011) that was one of the few that looked at the 
whole mealtime process (i.e. shopping, preparation and eating). Their theory on 
‘sliding into the food role process’ (see Figure 5, pp.66) can be applied to this 
study. This is because it was also found that the participants evolved as he or 
she adapted to food-related changes, e.g. learning to cook, managing to shop on 
their own or finding techniques to cope with different eating behaviours. The 
participants made the transition into his or her new identity, yet at the same 
time remained connected to the care-recipient. This study suggests that the 
sliding theory can be applied to all types of informal caregivers, i.e. not just 
spouse, but other family members, friends and neighbours. Informal caregivers 
adapted to changes in routines and roles, indicating the way they cope and
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manage with these changes as dementia progresses. Other implications from 
this study, were how changes in managing food-related processes develop 
between genders and how the caregivers and care-recipients’ roles change, as 
male caregivers discussed their needs to develop cookery skills and females 
spoke of their need to adjust to financial matters and driving to the shops.
Even though stress was encountered, there were elements of enjoyment 
in food-related care. For example, shopping for food was described as a day 
out; and caregivers learning to cook, found it enjoyable. Furthermore, the 
experience sitting together to eat a meal could be a positive social event. This 
implies that with the right management skills and outlook, positive aspects of 
food-related care is achieved.
8. Limitations
The limitations that need to be considered are that even though the interviews 
were kept simple in order to uncover all three food-related processes, from the 
point of diagnosis to present time, it may have been difficult for participants to 
recall exact detail from their experience, in particular their emotions, as a few 
were caring for moderate to severe people with dementia. The interviewer 
would prompt where appropriate but overall, the interview schedule was 
designed to record initial thoughts and experiences of caring for someone with 
dementia within the food-related area.
The last section in the interview schedule was using the ‘Critical 
Incidents Technique’ (CIT). There were limitations in using this technique, 
because even though the participants were able to give a general account of 
their experience, when asked specifically to think of a positive and negative 
incident in each food process, they found it difficult to pin-point exact events. 
Again this may be due to difficulties recalling events that may have happened a 
long time ago. However, the researcher was mostly able to find accounts of 
these positive and negative incidents within the main body of the interview. 
Nevertheless, the CIT was useful in ‘prompting’ participants for more
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information on specific incidents. Therefore, the researcher was still able to 
collect data from this part of the interview.
9. Conclusion
To conclude, the present study investigated the phenomenon of food-related 
processes (shopping, preparation and eating) in the experiences of 20 informal 
dementia caregivers, whose narratives suggested that there is a pattern in decline in 
the abilities of the care-recipients to manage their food role. People with dementia, 
with mild through to severe stages, were described firstly as losing their ability to 
shop, then preparing food was affected, then actually eating. The participants adapted 
to this decline accordingly by changing their roles and developing new coping-skills. 
Both caregivers and care-recipients experienced stress and frustration due to 
dementia progression and changes in their food routine, however, enjoyment and 
sharing food-related processes was also discussed. This contributes to the sliding 
food role theory (Atta-Kotana et al. 2011), whereby developing new coping skills 
can assist caregivers to suffer less stress, which in turn provides a better satisfaction 
with life for both parties.
Towards an understanding of food-related processes and dementia 
progression, a rich understanding from the informal caregivers’ perspectives was 
gained. Participants described adapting to changes as dementia progressed to food 
shopping first, then food preparation and lastly eating. A documented account has 
been recorded and covered a range of food-related issues that were experienced by 
the majority of the participants. This included both positive and negative outcomes. 
Many of the caregivers managed and coped alone. They developed new coping skills 
through intuition and common sense and what they thought was the best solution at 
that moment in time. Social support, either formal or informal, is seen as an 
important part to assisting informal caregivers, therefore the last part of the interview 
will focus on this area. The last section of the interview was investigating informal 
caregivers’ needs with food information and support services. This is described in the 
following chapter (Study lb) as it explores a different area of food care and 
dementia.
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CHAPTER 3:
Study lb: Informal Caregivers’ Perspectives on the Needs 
and Availability of Food-Related Information and Support 
________________ Services in Dementia. ____________
From the previous chapter (Study la) an understanding of caregivers and people with 
dementia’s food roles were uncovered through semi-structured interviews from the 
carers’ perspectives. The main findings indicated that the participants observed a set 
pattern of decline within food-related processes, with the care-recipients’ abilities to 
shop for food decline first in food shopping, then food preparation and lastly in 
eating. This chapter is based on the last section of the interview, investigating 
dementia caregivers’ needs and their view on the availability of food information and 
support services.
1. Introduction
Those who receive a substantial amount of social support are more likely to 
experience less stress and may be able to cope better (Rietschlin, 1998). Social 
support is a multidimensional construct that Miller and colleagues (2001) have 
described as informal support and formal support. These two types of support are 
different in their purpose; however, both are able to provide solid and effective 
assistance to help people who need aid by providing information, advice or building 
plans of action to deal with uncertain situations they face (Krause, 1996). These two 
types of support have been broken down further into emotional, instrumental and 
information support (Brodaty & Donkin, 2009). Emotional and information support 
include caring, self-esteem and knowledge from both health professionals and from 
those who have experienced similar situations. Instrumental support has been defined 
by helping with daily living needs and housework (Brodaty & Donkin, 2009).
Practitioners need to design interventions and treatment programmes for 
informal caregivers by considering individual needs and circumstances, such as their 
relationship with the recipient and informal caregiver’s needs and desires for services
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(Savundranayagam & Brintnall-Peterson, 2010). They have been studies 
investigating into the barriers that informal dementia caregivers have in accessing 
community support services and have found that these services need to be made 
more accessible to benefit the caregiver (Brodaty, Thompson, Thompson & Fine, 
2005). Nevertheless, very few studies have investigated how caregivers access 
support services (Robinson et al, 2009). Finding ways to increase the effectiveness of 
existing or potential support from informal caregivers should be a high research 
priority (Savundranayagam & Brintnall-Peterson, 2010).
As dementia caregivers are prone to high levels of distress that cause 
depression, it has been found that providing social support over an extensive period 
of time, through counselling or peer-support groups, this depression can be overcome 
(Mittelman et al, 2004). Support services for dementia caregivers aid them to gain 
knowledge on dementia progression, which can reduce burden and levels of 
depression, providing them with a positive outlook to manage this role as carer 
effectively (Corey-bloom, Yaari & Weisman, 2006). Studies have found that formal 
support complements, as opposed to replaces, informal support. Formal support helps 
the caregiver to continue assistance the recipient at home, by providing them with 
respite or by informing them to develop better coping skills (Gaugler, 2003). 
However, even though informal dementia caregivers provide an extensive amount of 
assistants to the recipient, they use little support services recourses (Braithwaite, 
1998). The reasons behind the low use of services are unknown; as are dementia 
caregivers’ reasons for not using support services (Brodaty, et al., 2005).
A literature review on reasons why caregivers seek or do not seek help found 
four possible kinds of caregivers’ categories. These were caregivers who felt services 
were not needed, caregivers who were reluctant to use services, service 
characteristics, i.e. a service with lack of availability or cost, and those who do not 
know about existing services (Brodaty et al, 2005). However, other reasons may be 
due to caregivers not having the need for outside support. For example, according to 
a study by Kramer (2000), not all caregivers had difficulties coping, as they found 
weak correlations between physical and cognitive impairment and the amount of 
burden caregivers’ experience. Improvements to address dementia caregivers seeking
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education and support are being developed by community services (Fortinsky, et al., 
2002). These consist of various non-medical interventions, such as educational 
training or peer-support programmes, respite-care and adult day care centres 
(Fortinsky, et ah, 2002). These interventions have provided modest benefits for 
dementia caregivers’ outcomes, such as reduced stress and depression (Ostwald, 
Hepburn, Caron & Mantel, 1999). Combining these interventions, for example by 
providing education with peer-support, has shown to be more beneficial to the 
caregiver, as it increases their tolerance in handling difficult behaviour from the 
recipient. It decreases anxiety, depression and stress more than only providing one 
form of support (Gendron, Poitras, Dastoor & Perodeau, 1996).
As caregivers experience a large amount of burden, this can be heightened 
further by not having the right coping skills or knowledge (Brodaty, Gresham & 
Luscombe, 1997). Food-related activities, such as difficult mealtime behaviour, 
create stress for the caregiver particularly if they are depressed and socially isolated 
and without any support (Rivière et al. 2001). Time spent caring for a person with 
dementia is highly demanding, particularly when living with them, and therefore 
dementia carers are more likely to utilise formal services than those caring for a non­
dementia person (Ory et al, 1999). However, a study by Livingston et al (2010) 
found seeking help and making decisions is seldom clear-cut. As dementia 
progressively causes decline, caregivers’ responsibilities in food-related processes 
could increase. Therefore, providing updated information and services is useful, 
particularly for informal caregivers concerned about food care, involving issues, such 
as poor nutrition and weight loss (Rivière et al., 2001; Silver & Wellman, 2001). 
Raising awareness in managing food issues for older adults has not been a priority in 
health or social care (Mennell et al, 1992). Therefore, nutrition support services, 
particularly to educate older adults, have been brought to the foreground 
(Winterfeldt, 2001), especially, for those affected by dementia and for their 
caregivers, as they manage the decline of food-related abilities on their own and with 
minimum formal support (Manthorpe & Watson, 2003).
The main formal support that is available for dementia caregivers has been 
highlighted by a Canadian study by Wackerbarth and Johnson (2002). Wackerbarth
98
and Johnson interviewed 28 family dementia caregivers to investigate the needs they 
have for social and educational support. The results indicated that the most common 
source of receiving these needs are from the Alzheimer’s Association (a charity for 
dementia caregivers), followed by health and social care workers, other family 
members are friends or friends support groups. More studies are needed to 
investigate what services are most prominent and useful, in order to discover the best 
methods of providing formal support to dementia carers. This should be applied 
worldwide.
As nutrition and food care is a major concern, formal support in these areas 
must be acknowledged yet little research has been done in this area (Keller et al. 
2008; Manthorpe & Watson, 2003). There have been a few food-related programmes 
implemented to aid the dementia caregiver. These programmes have been devised by 
creating nutrition education sessions for dementia caregivers (Rivière, et al., 2001; 
2002; Silver & Wellman, 2002). The result from the programmes have indicated that 
they assist in improving their own psychological health (i.e. burden and depression), 
as well as improving care-recipients weight or difficult behaviour during mealtimes 
(Rivière, et al., 2001; 2002; Silver & Wellman, 2002). Although these types of 
interventions are limited, it does suggest that educating caregivers in food-related 
activities can benefit caregivers’ and the recipients’ overall well-being (Keller, et al., 
2008).
Furthermore, providing services, such as lunch or café clubs for people with 
dementia gives informal caregivers an opportunity for respite care, although not 
everyone is aware or has transport for these services. In addition, those recipients 
who attend are less likely to need help eating meals than non-attendees who were 
also living at home (Williams, Dearden & Camaron, 2001). Other services offered to 
dementia recipients that caregivers find useful are Meals-on-Wheels services (cooked 
or frozen meals delivered to their home) (Williams et al, 2001). These services can 
relieve the caregiver from burden as it lessens their duties (Marther, 2006). In the 
UK, a specific social setting for informal caregivers and care-recipients is run by the 
Alzheimer’s Society. The Alzheimer’s Society café is designed to enable them to 
relax in an informal atmosphere with others in the same situation as them (Hailey,
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Boulton, Mcfadzean & Moriarty, 2005). For example, people with dementia can 
wonder freely around the café and are given finger foods. This is valued by people 
caring for someone who is unable to sit down in a conventional restaurant or café for 
any length of time (Hailey, et al., 2005).
Therefore, food-related support services have had a positive impact on 
dementia caregiver and their care-recipients as it decreasing distress, increases 
enjoyment and positive care, improving satisfaction with food-related life as well as 
satisfaction with life in general (Manthorpe & Watson, 2003). Despite these positive 
outcomes, very few studies have been devised, particularly in the UK. Therefore, 
more must be done to find the supportive needs of dementia caregivers, specifically 
in the food domain (Keller, et al., 2008). Furthermore the lack of accessibility and 
information provided to them should be investigated, as well as discovering what 
type of food-related support intervention is preferred (Keller et al., 2008). The 
following study investigates these aspects directly from the caregivers’ perspective.
2. Aims
The aim of the present study is to investigate informal caregivers’ needs and views 
on the availability of food and dementia information and support services.
S.Mcthod
3.1. Design and Procedure
The same design and procedure was used as in Study la  (Chapter 2). A semi­
structured interview on food and dementia information and support services was 
recorded as an additional section in the interview from Study la  (see Appendix 11 : 
Section D). Section D has been treated as a separate set of data as it covers a 
different area to the first three sections of the interview. An additional consent form 
was not needed as this part of the interview followed on from the first three sections.
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3.2 Interview Schedule
This part was a short semi-structured interview of 10 to 15 minutes. It was designed 
to gain an overall insight into participants’ view on food care information and 
support services provided to them and on professional help they received from the 
point of diagnosis to the present time. It enabled the researcher to explore initial 
thoughts and beliefs from an informal caregiver’s perspective. Participants were 
asked questions such as: satisfaction with the availability of food and dementia 
information material; professional help and advice received in this area and 
improvements that can be made to services provided regarding food care 
management.
3.3. Analysis
All interviews were analysed using Thematic Analysis. The researcher read over the 
transcripts for familiarity first then manually coded each transcript. Preliminary 
topics were initially found, developing three overall main themes.
3.4. Justification of Methods
As in Study la, Study lb also used a semi-structured interview approach as it was 
important to facilitate the participant and their conversion. In addition, it enables the 
research to feel confident that they will gain the appropriate information (Cohen & 
Crabtree, 2006), especially as it is a specific topic on dementia and food support and 
information. If a unstructured interview method was used instead it may deter the 
participant from the subject of food and they may instead discuss general needs for 
support and information. Probe questions were prepared to gain and direct the 
participants more, and to on their feelings about support and information specifically 
on food and dementia.
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4. Results and Discussion
From the analysis, nine preliminary topics were found and three main themes 
emerged overall (see Table 7, pp. 102). The main themes depicted three different 
points of view on information and support services regarding dementia and food 
care. Table 8 (pp. 103) displays the participants that grouped into the different sets of 
views. From Table 8 it can be noted that the majority of participants said they needed 
information and social support, and least said that they did not need any information 
and support.
Table 7
R esults o f  Them atic A nalysis
Main themes Preliminary topics
Food materials, courses and lunch Food-related materials 
clubs are needed
Food courses and training 
Preventative information on food and 
dementia
Sharing experiences food care through 
lunch clubs
Food care support needed but not in a Not wanting to participate with social
social environment food activities
Food care services needed at home 
Respite services to manage food care,
Food information or support services Confidence in managing food-related
not needed processes
No change in dementia progression and 
food responsibilities
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Table 8
Participants Views on In formation and Support
Demographics of 
participant:
(a) Pseudonym name and
(b) Relationship to 
recipient
Stage of dementia
Food materials, courses 
and lunch clubs are needed
1 (a) George (b) Husband Severe
2 (a) Maggie (b) Friend Severe
3 (a) Jeff (b) Son Moderate
4 (a) Ana (b) Sister Mild
5 (a) Tammy (b) Wife Moderate
6 (a) Wendy (b) Wife Moderate
7 (a) Duncan (b) Husband Moderate
8 (a) Rita (b) Wife Moderate
9 (a) Dave (b) Son Moderate
10 (a) Trisha (b) Wife Severe
Food care support needed 
but not in a social 
environment
1
(a) Mary (b) Wife Moderate
2 (a) Betty (b) Wife Moderate
3 (a) Fran (b) Wife Moderate
4 (a) Andrew (b) Husband Mild
5 (a) Sid (b)Husband Mild
Food information or 
support services not 
needed
1 (a) Henry (b) Husband Moderate
2 (a) Patrick (b) Son Severe
3 (a) Robert (b) Husband Moderate
4 (a) Juliet (b) Sister Moderate
4.1.Food Materials, Courses and Lunch Clubs are Needed
These participants openly spoke about the importance of receiving food-related 
information and support services, either as written material or through gaining 
support from peers or specialised training. Participants recognised that increasing 
their knowledge of dementia progression and food-related care, would improve his or 
her ability to manage daily activities in food-related processes and potentially reduce 
his or her stresses in this area.
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4.1.1. Food-Related Materials
This group of participants was concerned about care-recipients’ decline in managing 
food-related processes. However, the participants were unaware that food 
information specifically on dementia was available. Participants said they would 
have benefited from receiving written information, such as booklets, about the 
progression of people with dementia and their ability to manage food processes. The 
main topics they were interested in gaining were information on weight loss, change 
in appetite or taste and problematic behaviour:
“I  do worry over Lily. I  don Y like Lily getting too thin. She used to be a big woman 
and now she is not eating as much. I ’m a bit surprised that no one has spoken to us 
about nutrition and food. I  don Y think they do that much with leaflets and I  certainly 
have not received anything” (George, wife with severe AD)
This indicates that participants are unaware that written information on food 
and dementia is available, highlighting how little caregivers know on the availability 
of these information services, especially targeting such a specific topic as food care 
and dementia. Supporting many studies such as those by Brodaty et al., (2005) and 
Robinson et al (2009), as participants in this study emphasised that services need to 
be made more accessible to the caregiver, as it will be beneficial to improve food- 
related care. Participants said that receiving simple material would increase a sense 
of support and increase their awareness in areas such as, weight loss and problem 
behaviour. Similar topics of food-related needs (e.g. weight loss) were also found in 
studies by Rivière et al., (2001) and Silver and Wellman (2001). The participants in 
this study expressed their disappointment regarding the limited amount of food- 
related information provided to them, particularly as they felt they were kept in the 
dark.
4.1.2. Food Courses and Training
Some participants mentioned that they had never received information from health 
professionals regarding food care services. Some participants asked the researcher as 
they were being interviewed if they would talk and inform to the participants on this 
topic, as most of the time they learnt and adapted through day-to-day events and
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experiences. A few participants said that they were offered cookery lessons on 
hygiene and preparation; however, this was not directly related to dementia:
“We could do with getting information on people with dementia andfood. Are you 
going to come and help? We had nothing specific given to us so far. A person came 
and spoke about the five fruits and vegetables for the day but she did not actually 
give us any information on anything we should be doing different in regards to 
dementia and food. We have nobody telling us what might happen. Hoping we do 
things the right way. We do not know, we just do what seems right. It is quite helpful 
sitting like this and talking about it. You are talking about this gradual 24-hour care 
just creeping up on you. This is what it happening” (Tricia, husband with severe AD)
Clearly these participants experienced barriers accessing community services 
and needed better targeting of services. They expressed their need to receive 
effective support in this area and recognised that managing the care-recipient with 
additional outside support would be less stressful and would enable the participant to 
cope more successfully than if he or she managed alone. These participants hold the 
same beliefs as found in research, such as that from Rietschlin (1998), whereby 
receiving social support, can reduce stress and enable a person to cope better. 
Furthermore, findings from this study support theories that caregivers’ burden can be 
exacerbated due to isolation and unavailability of social support services (Brodaty et 
al., 1997; Hailey et al., 2005; Rievere et al., 2001). Although the participants in this 
study did not necessarily describe physical or psychological decline in the care- 
recipient but stressed that it would benefit the participants’ well-being. These results 
support the study by Livingston et al (2010), in which informal caregivers found 
seeking help and making decisions unclear. Informal caregivers continued to care for 
a person with dementia without knowing which accessible information and support 
services were available to them. With this social support a caregiver’s coping skills 
may have developed more quickly, thereby reducing burden and giving them and the 
care-recipient a better overall satisfaction with life.
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41.3. Preventative Information on Food and Dementia
Many of the participants were keen to learn how food affected the brain and what 
type of food could prevent or delay memory loss. Participants were interested to 
know if food made a difference to the illness itself. For example, they wanted to 
know if oily fish improves the memory and if it could be beneficial for the care- 
recipient. Therefore, not only was there interest in how to deal with changes in the 
care-recipients’ behavioural decline but also participants wanted to learn about 
nutritional benefits. He or she wanted to know if certain food could prevent dementia 
progression or assist the care-recipient with their memory. One woman caring for 
her husband summed up this attitude towards nutrition and dementia:
“A lady from the Alzheimer’s Society visited and there were so many questions I  
wanted to ask her but she was really here for her purposes and me filling in these 
forms: things for what we can claim for. Nevertheless, she has put my name down for  
a caregiver’s course and that’s one o f the things I  wanted to ask about. Such as: low 
carbohydrates diet is good and lots o f vegetables and what kinds offood to avoid and 
that side o f things. I  do not know anything about it. They do have a kitchen at the 
Alzheimer’s Society but I  do not know i f  they have any guidelines to help caregivers.
I  don’t know anything about that side o f it but I ’ve always been interested in diet” 
(Betty, husband with moderate AD)
These participants raised the same concerns as in what was noted in 
Winterfeldt (2001) and Mennell and colleagues (1992), that inadequacies in nutrition 
education and other nutrition services are lacking. Concerns about poor nutrition and 
providing updated information and support services in this area were raised. In 
addition, these results support the work of Brodaty, Gresham and Luscombe (1997) 
and Rivière et al, (2001), in which they found that food care, such as poor eating 
behaviour, is perceived as a heavy burden and socially isolating. Participants in this 
study stated that their lack of knowledge, and lack of information from social 
services, prevented them from developing their coping strategies to its full potential, 
which could potentially decrease caregiver burden. As in the study by Ory and 
colleagues (1999), participants in this study were aware that formal services would 
be beneficial to utilise. However, unlike in the study by Ory et al (1999) most
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participants in this study were unaware of how to receive the appropriate support 
service. Therefore, there is a lack of responsibility and guidance from health 
professionals and other information providers.
4.1.4. Sharing Experiences in Food Care through Lunch Clubs
Participants were concerned about the decline of care-recipients and their eating 
behaviour, for example, their inability to use utensils. In particular, participants 
mentioned the difficulties in managing food preparation and eating. Informal 
caregivers found it quite isolating learning techniques to cope on their own on a day- 
to-day basis, as he or she could only learn from their own experience. Therefore, they 
felt it would be helpful to talk to others who had experience in this area. It was 
difficult to find which procedures were in place to inform caregivers of such 
information or support services. A wife discussed organisations that helped with 
gathering people together for support:
“There was a little hit o f advice again from the Alzheimer’s Society. That’s the one 
source o f information as far as I  could tell the only information. ” (Tammy, husband 
with severe AD)
A charity, the Alzheimer’s Society, accommodated informal caregivers and 
people with dementia by arranging meetings to socialise with others in the same 
situation. These would be in the form of cafes and lunches held in church halls or 
community centres. It gave them an opportunity to talk about their food-related 
concerns. These participants found living as a full-time caregiver isolating and 
therefore these social events, revolving around food, were opportunities to exchange 
concerns and experiences with others who understood. In addition, this was a chance 
for them to have fun. Participants spoke of the benefits of discussing food care with 
others:
“We’ve been going to the Alzheimer’s Society group for a while now and that helps 
because you ’re meeting people in the same predicament. They have this café every 
month, you meet people, and you hear different stories. My wife is still in early 
stages but the person that was sitting beside us with his mother, who was well
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advanced, but he took it in his stride. It helps a lot to see this and it reduces the 
worry that I  won’t be able to cope. ” (Sid, wife with mild AD)
This demonstrates the benefits of the Alzheimer’s Society café, which is 
designed specifically for dementia caregivers and their recipients, allowing them to 
relax in an informal atmosphere with others in the same situation as them (Marther, 
2006; William et ah, 2001). A participant from this study discussed the benefits of 
developing coping skills through peer-support. As other studies have noted, attending 
lunch clubs can develop coping skills as it provides them with respite-care and can 
educate them in a supportive and specialised environment (Marther, 2006; William et 
al., 2001). As in the review by Hailey and colleagues (2005), participants in this 
study also discussed the value of being in a specialised environment, particularly 
when the recipient has difficult behaviour issues, such as wandering or unable to use 
cutlery appropriately, as the participant felt relaxed that others understood. 
Furthermore, this study provides information supporting a study by Mittelman, Roth 
& Coon (2004), that this type of social support has emotional benefits, such as 
decreasing isolation and feelings of uncertainty and that they are seen to complement 
rather than replace informal care-giving.
4.2.Food Care Support Needed but Not in a Social Environment
4.2.1. Not Wanting to Participate with Social Food Activities
Some participants were interested in receiving food-related information on dementia 
progression but not interested in social activities such as food and dementia courses 
and lunch clubs. These participants did not want to be involved with dementia social 
events, nor did they want to meet others in the same situation. A caregiver expressed 
her feelings on this matter:
“I  haven 7 been interested in going to these clubs. They gave me lots o f information 
on these outings or clubs. Up until now, I  don 7 think I  have done anything about it 
and I  don 7 think I  will actually. To go for a cup o f coffee with all those people that
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are in the same boat as you puts me o ff because you want to get away from it you 
see. Not go to it. ” (Fran, husband with severe AD)
In addition, not only were some participants expressing a dislike for social 
events around food care and dementia but these participants also noted that their 
care-recipients expressed a dislike for these events. Therefore, lunch clubs and social 
food activities provided by organisations were not felt suitable for the person with 
dementia and such services would be avoided. These participants were still to make 
use of formal services resources and increase their knowledge of food care but 
preferred their social activities not to include others experiencing dementia. This 
section indicates resistance to gaining certain social support (i.e. peer group 
activities), which support Brodaty et al (2005), whereby they found this as one of the 
reasons for not seeking help from formal services.
4.2.2. Food Care Services Needed at Home
Those participants who cared for people with dementia on their own would have 
liked more help and information specifically on food, dementia and living at home. 
One participant mentioned that social events and settings organised to introduce 
informal caregivers and people with dementia to one another were emphasised too 
much and she would rather have help in the home, e.g. with food preparation. These 
participants discussed interest in receiving information and gaining knowledge on 
specialised services and receiving assistants from health professionals in order to 
help them with food-related care at home:
“You can do with more help at home, I  find. They are more interestedfor you to go 
to lunch clubs but I  could do with more help at home with the washing up! I  would 
rather have someone come to me but they do not seem to bother with that end o f  
things. ” (Rita, husband with moderate to severe AD)
This leads back to the multidimensional construct of social support, described 
by Miller et al, (2001) and Brodaty and Donkin, 2009. The participants in this study 
described a specific need for more instrumental support rather than emotional 
support. This emotional support is describing social support from their peers, i.e.
109
people experiencing a similar situation to them. However, these participants are in 
need of more practical (instrumental) support with food care services in the home. 
They believe that this is what will decrease their burden. These results reflect on the 
study by Gaugler (2003), as providing home-based services lighten the 
responsibilities of the caregiver. Therefore, this is why these particular participants in 
this study needed services at home in order to lessen their burden.
4.2.3. Respite Services to Manage Food Care
Other participants wanted to be on their own in the house to organise and prepare 
meals without the person with dementia being there. They found it difficult to find 
services that would look after the care-recipient so the caregiver could have respite in 
their own home. This participant’s quote demonstrates how respite in the house can 
be beneficial for food care organisation:
“What I  would love is for him to go to a day centre just once a week. Because I  can 
go out on my own but I  never have the house for myself All o f  a sudden, everything 
literally has fallen on me, sorting out the house, preparing, cooking and sorting out 
the finances. So that’s been a difficult side o f the changing roles. ” (Mary, husband 
with moderate AD)
These participants, particularly if the care-recipients were not comfortable in 
a social environment surrounded by other people with dementia, would prefer respite 
care. However, they found it difficult to gain access to respite services. In these 
cases, knowing the right contacts and formal services would benefit the quality of 
lives for both caregiver and person with dementia. However, as Livington and 
colleagues (2010), have suggested, seeking help is rarely an easy process. Therefore, 
more needs to be investigated and interventions applied to provide information and 
support services, specifically in the food domain, as they are limited, particularly 
from the point of diagnosis but also follow-ups, throughout dementia progression.
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4.3. Food Information or Services Not Needed
4.3.1. Confidence in Managing Food-Related Processes
Some participants felt that food information and support services were not needed, 
as it was felt that they were already aware of how to manage the progression of 
dementia and food-related processes, such as being knowledgeable about healthy 
eating. This group of participants felt confident that they were coping well in this 
area. Participants felt that he or she had good managing skills and adapted well in the 
food domain. Participants believed he or she coped well with the situation and would 
not benefit by receiving information on food materials or food support services.
“No I  have not received advice because I  am largely sorted I  think. It goes back to 
what I  said, that my wife was experienced, skilful and we eat mainly on the 
Mediterranean diet. I  prepare the menu a week in advance to try to ensure we have a 
variety offood. So, I  haven’t fe lt it necessary to call in for help or information. I  
don Y feel that I  need professional advice. ” (Duncan, wife with moderate AD)
This supports a study by Kramer (2000), which they found weak associations 
between caregivers’ distress, physical and cognitive impairment and amount of care 
provided. Therefore, participants in this study do not necessarily experience any 
burden in this particular area of food care. The participants view it as unnecessary to 
receive outside help as he or she perceive that they have control over the situation, 
will regards to food-related activities and have managed to transition well within 
their food role.
4.3.2. No Change in Dementia Progression and Food Responsibility
These participants felt that there was no need to seek or receive food care 
information because the care-recipient was still at an early stage and they had not 
experienced any difficulties in food habits. The person with dementia could feed 
himself or herself and therefore the informal caregiver did not feel any real need for 
advice or support in this area at that particular time when interviewed. A participant 
explained that their routine had not changed since her sister was diagnosed;
111
therefore, she was not concerned over receiving support or advice in food and 
dementia:
“Well you see I  haven’t had to get much information because I  haven Y had to 
change much with our everyday habits. I  think food is important but with my sister, 
we are coping very well because she is not advanced. So at this stage we are 
managing well and 1 haven Y had to seek any advice. ” (Ana, sister with mild AD)
Nevertheless, they could see why it would be important for other informal 
caregivers, especially if they had eating difficulties, such as with appetite or weight 
loss. An example has been given where a participant mentioned that this could be 
something they would look into at a later stage when decline happens:
“No and I  have not askedfor them as it has not been necessary. I  expect i f  I  ask I  
would get them but it has not been necessary because she still eats what she has 
always eaten. I  will probably get the information from the Alzheimer's Society, Fm 
not sure the GP practices would have much on that specifically. ” (Jeff, mother with 
moderate AD)
According to Brodaty and colleagues (2005) characteristics and needs of 
dementia caregivers are largely unknown this study demonstrates additional reasons 
other than lack of availability, or not knowing about existing series. Some 
participants in this study discuss that they did not need additional food-related 
support as it was too early stages and therefore did not encounter any changes, hence 
were not concerned.
5. Summary of Results
In summary, from the results of this study, it has been demonstrated that there are 
different perceptions of what food-related support and information is needed for 
dementia caregivers. The first group were open to receiving information and social 
support from organisations, peers or health professionals. The second group 
preferred to distance themselves from social activities involving food care and
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dementia or preferred to use formal services that would complement their already 
established coping strategies (e.g. assistance at home with washing up), or use them 
for respite care. A third group felt they did not need any formal support, as they had 
not encountered an increase in demands or perceived changes in their food role.
5. Implications
From the results of this study, it has been implied that food and dementia information 
and support services are needed. The participants agreed that food-related care is an 
area of interest, even if they did not need support at that moment in time. The 
informal caregivers’ needs for food-related information and formal services must be 
accounted for on an individual level as three different perspectives were found. The 
perspective were (1) those caregivers interested in social food-related events and 
receiving food-related information, (2) those needing food-related care at home, 
respite care but not social events (3) those not needing information, or support. These 
findings implied that understanding caregivers’ needs at the point of diagnosis is 
important, as they require individual assessments and support. This can be applied 
through receiving information from health practitioners (e.g. GPs), which can 
support and benefit caregivers to manage dementia progression in food-related care.
Furthermore, as a category of participants in this study have voiced that peer- 
support for example, such as attending lunch clubs, would cause more distress; this 
study has emphasised the opposite to many other studies that indicated the need for 
dementia caregivers to receive formal support in order to lessen burden and increase 
coping skills. Others found no need for outside support but may need support further 
on as dementia progresses. Therefore, assessing individual needs at different points 
of time should be implemented, as different services are preferred by different 
people.
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6. Limitations
There are a few limitations that need to be considered. Firstly, the researcher did not 
specifically ask questions on the participants’ needs and benefits of combining 
information and support services. For example, if he or she believes that having a 
combination of food education and respite care would provide more satisfaction with 
food-related life. Secondly, this part of the interview did not specifically discuss the 
psychological benefits that food-related social support would gain or to what extent 
the participants experienced distress and how food-related formal services would 
help towards a more positive food-care experience for the carer and recipient. This 
study only focused on formal care and did not ask questions on how informal care 
have assisted or provided knowledge with food-related care. This could explain other 
reasons why participants did not feel they needed additional help outside the house.
7. Conclusion
To conclude, this part of the study investigated the phenomenon of informal 
caregivers’ experiences in receiving information and support services concerning 
food and dementia. The 20 participants’ narratives suggested that there were three 
different points of view. These were those who needed food care materials and social 
activities specifically with dementia, those who needed food care assistant but not in 
a social environment, and those who felt they did not need any help in food care.
Towards an understanding of food-related processes and dementia 
progression from informal caregivers’ perspectives, it was found that from Study la, 
a set pattern of decline occurred with food and dementia progression, with the 
abilities to shop for food declining first, then food preparation and lastly eating 
declines. Caregivers adapt to these changes, experience stress but develop coping 
skills to maintain satisfaction with food-related life for both parties. Study lb gave a 
broad perspective on caregivers’ needs for food and dementia information and 
support services and that these services are lacking. The lack of availability must be 
addressed as the majority of participants need these services, either to gain 
knowledge on coping with food care, for social events, or for home or respite care.
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To take the present findings further and those findings from Chapter 2, an 
investigation is needed among a larger population sample. This can be achieved 
through a quantitative method to document dementia progression and the effect it has 
on food-related processes and their caregivers.
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CHAPTER 4
Study 2: A Quantitative Study: Informal Caregivers 
Adapting to Dementia Progression within Shopping, 
Preparation, Eating, and Effect on Satisfaction with Food- 
  Related Life. _
The previous Chapters (2 and 3), explored dementia progression and the effect this 
has on food-related processes, as well as, the needs of informal caregivers for food 
and dementia information and support services. The analysis of participants’ 
narratives provided common themes: these were a set pattern of dementia 
progression and abilities across the three food processes, difficulties and ways of 
adapting to changes in the food role. In addition, food-related information and 
support services revealed that the majority of caregivers do have a need to receive 
food-related services. This current study aims to examine these findings on a larger 
scale through a quantitative methodology. It will examine the experiences of 
informal caregivers on: (1) the extent to which caregivers’ adapt to changes as 
dementia progresses from (a) mild/moderate and severe stages and (b) within food 
shopping, preparation and eating: (2) the extent to which caregivers experience 
coping difficulties between (a) mild/moderate and severe stages and (b) within food 
shopping, preparation and eating: (3) the extent to which caregivers experience stress 
between (a) mild/moderate and severe stages and (b) within food shopping, 
preparation and eating: (4) and (5) gender differences in caregivers and the extent 
they experience coping difficulties and stress in food shopping and preparation: (6) 
the relation between emotional and behavioural variables on caregivers’ satisfaction 
with food-related life.
1. Introduction
1.1. Progression in Dementia and Food-Related Processes
It is widely recognised that as people with dementia progress from mild, moderate to 
severe stages, their behavioural, cognitive and functional abilities change (Pinquart
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& Sorensen, 2003). Caregivers of someone with dementia, consistently adapt to these 
changes (Perren, Schmid & Wettsein, 2006). Despite this recognition, only a few 
studies have considered this dynamic association between people with dementia and 
their caregivers (Pinquart & Sorensen, 2003). As dementia progresses, there is a 
decline in a person’s ability to manage food-related processes (i.e. shopping, 
preparation and eating) and caregivers must adapt to this decline (Brush, et al.,
2006). Stress and coping difficulties may arise during changes to caregivers and care- 
recipients’ roles in food-related activities (Aselage & Amelia 2010; Chang &
Roberts, 2008). Informal caregivers need to pay careful attention to food preparation, 
presentation and the eating environment (Keller, et al., 2007; 2010). This is 
important because maintaining food-related processes prevents complications, such 
as malnutrition, prolongs independence, prevents early institutionalisation and can 
improve satisfaction with life (Domer, Niedert & Welch, 2002).
Assessing if there is a specific pattern of decline between mild, moderate and 
severe stages of dementia in the area of food can determine the way caregivers adapt 
to their new roles (Atta-Konadu, et al. 2010; Johnson et al, 2004). According to 
Morris and Volicer (2001), food-related care becomes increasingly important in 
severe and terminal stages. Eating becomes increasingly difficult and managing these 
difficulties increases a person’s quality of life. However, they report that weight loss 
and other difficulties, such as chewing difficulties and food refusal can occur from 
the mild stage, affecting mild and moderate sufferers. In contrast, others only report 
eating problems occurring in the last stages of dementia, while acknowledging that 
each individual is different in his or her progression (Gillick & Mitchel, 2002).
1.2. Stress and Coping
Each individual can interpret stress differently. In other words, they can view it as 
harmful or may see it as a positive aspect (Lazarus & Folkman, 1984). This depends 
on a person’s coping abilities and the resources that they possess (Lazarus & 
Folkman, 1984). For example, a caregiver may experience stress when assisting a 
care-recipient’s food shopping, whereas another perceives this process as a 
rewarding activity (Silver & Wellman, 2002). Few studies on developing food-
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related coping skills for dementia caregivers have been devised (Keller, 2007). Those 
that have investigated transitions into new food roles going beyond eating and 
looking at shopping and preparation have focused solely on qualitative analysis from 
a small sample ( Fjellstrôm et ah, 2010; Atta-Konada et ah, 2011). It is necessary 
therefore, to examine links between stress and coping and changes with dementia 
progression (Silver & Wellman, 2002).
Caregivers adapting to increasing responsibility in food-related processes 
may experience distress and emotional effects on their physical and psychological 
health (Bilotta, 2010; Gilliet-Guyonnet et al., 2000). As a result, this can affect their 
ability to assist the care-recipient efficiently (Gitlin et al., 2001). According to Schulz 
and colleagues (2003), when frequent changes occur, caregivers are likely to 
experience an increase in stress resulting in depression due to the unpredictability of 
dementia progression, and in particularly in the severe stages. Stress in caring for 
people with dementia can result in psychological outcomes such as, occurrence of 
depression, demoralization and increasing passivity in their coping efforts (Folkman, 
etal., 1986).
Examining ways informal caregivers’ roles change can determine specific 
links between food-related activities, stress and coping strategies (Silver & Wellman,
2002). This happens by investigating ways informal caregivers manage food-related 
processes and emotional distress (Atta-Konadu et al., 2011). This is an important 
area as stress prevents informal caregivers from recognizing their own needs, as well 
as the needs of people with dementia and their ability to engage in food activities 
(Manthorpe & Watson, 2003). However, Zarit et al. (1980) reported no significant 
relationships between the cognitive decline, behavioural difficulties, and the extent 
of functional impairment and a dementia caregiver’s level of burden. Furthermore, 
George and Gwyther (1986) report weak correlations between stages of dementia and 
the caregiver’s satisfaction with life.
According to a study by Kurz et al., (2008) the majority of informal 
caregivers perceived their relationship with the person with dementia as a warm and 
caring one, which they found rewarding and were able to appreciate what was
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important in life. However, 69% to 94% of informal caregivers said that caring for 
someone with dementia could be burdensome. In contrast, several studies have 
reported a positive relationship between dementia progression and caregiver’s 
distress, with behavioural difficulties being the most distressing (Poulshock & 
Deimling, 1984).
1.3. Gender Roles and Changes in Food Care
Different types of coping techniques between male and female caregivers have been 
taken into account to gain an overview of what caregivers find difficult and how 
improvements can be made (Ashley & Kleinpeter, 2002). According to McFarland 
and Sanders (1999), male caregivers report less stress compared to female caregivers. 
However, men struggle with food shopping and preparation. This coincides with the 
theory that food shopping and preparation are usually seen as feminine roles whereas 
masculine roles are food chores such as, paying bills and driving to shops (Calasanti 
& King, 2007). In addition to this, food-related tasks previously performed by the 
opposite gender have been described as difficult to learn. Females reportedly learn 
new tasks more easily than males (Calasanti & King, 2007). According to Fjellstrôm 
e et al. (2010), a shift in the division of food-related activities posed a particular 
challenge to male caregivers who were not familiar with or skilled in food-related 
processes. Basic cooking was seen as a new language and they looked for ways to 
improve these skills, through taking cookery classes for example. This was to 
improve their insufficient skills, which kept them from cooking raw ingredients and 
forced them to choose mostly ready-prepared food ( Fjellstrôm e et al. 2010).
Spouse caregivers of people with dementia are more likely to be female than 
male. This is because females tend to outlive their husbands and tend to be younger 
than their husbands (Montgonmery & Kosloski, 1994). Spouse caregivers of people 
with dementia are generally elderly themselves and are likely to take traditional 
gender roles in their marriages (Montgonmery & Kosloski, 1994). In a US 
intervention study (Mittelman, 2003) more than half the male caregivers said they 
themselves had taken over tasks traditionally performed by their wives, such as 
cooking (65.4%), and food shopping (79.0%). Female caregivers were more likely to
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have taken over tasks traditionally viewed as belonging to men, such as management 
of finances. There were no gender differences in the proportion of caregivers taking 
over driving, care of other family members, or giving advice to relatives (Mittelman,
2003).
1.4. Satisfaction with Food-Related Life
Quality of life for informal caregivers and people with dementia can be impaired as 
dementia progresses (0stbye et ah, 1997). This is because caregivers experiencing 
burden is associated with stress that may put their health at risk (Monahan & Hooker, 
1995). Roles changing due to dementia progression in food care can improve quality 
of life for caregiver and recipient, as well as the quality of interaction in food care 
(Atta-Konada et ah, 2011 ; Fjellstrôm et ah, 2010). There is great potential to 
improve the functioning of informal caregivers looking after a person with dementia 
by enhancing their abilities to adapt successfully to food-related care that in turn 
reduces stress (Genoe et al, 2010). Nonetheless, our understanding of mealtime 
experiences for families living with dementia is extremely limited (Genoe et ah, 
2010). Yet research provides no clear or simple conclusion on how coping strategies, 
social support or professional interventions decreases informal caregivers’ burden 
(Zarit et al, 1984). By understanding the changing relationships between informal 
caregivers and care-recipients, researchers can aim to reduce this burden (Ingebretsen 
& Solem, 1998). Overall, informal caregivers need to take care, maintain the 
relationship to the person with dementia and care for themselves (Ingebretsen & 
Solem 1998).
1.5. Seeking Food and Dementia Information and Support
Information and support-seeking on food issues is an important area to highlight, 
especially as a main caregiver requires an increase in professional support and advice 
(Keller et ah 2007). According to Hirakawa et ah (2008) dementia caregivers need 
information as the illness progresses in order to be able to assist successfully. This 
should be administered as dementia changes within the different stages (i.e mild,
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moderate to severe). Caregivers may need support from professional organisation 
and health systems. Links between access to food educational or social support and 
extent of caregivers needing this support should be made (Silver and Wellman, 
2002). Information and support services can lead to improved quality of life of 
people with dementia and reduce the burden on informal caregivers (Robinson et al. 
2009).
2. The Current Study
Participants’ narratives from the qualitative study presented in Chapter 2 revealed a 
set pattern of decline, whereby the abilities of people with dementia in food shopping 
and preparation declined faster than in eating. Other patterns found in the previous 
qualitative study were changes in the caregivers’ food roles. For example, female 
caregivers changed their roles more in food shopping (i.e, finances and driving) and 
male caregivers changed their roles more in food preparation (i.e. cooking meals). 
The aim of the present study is to further investigate informal caregivers’ perception 
of dementia progression in food-related processes (shopping, preparation and eating) 
and emotional and behavioural changes that occur in food-related care. Few studies 
have examined this area, particularly looking from the view of informal caregivers 
across all three food-related processes. Thus, the current study seeks to examine the 
following five hypotheses and further aim:
2.1. Hypotheses and Aim
1 a. Caregivers adapt more to food-related changes with people in severe than mild to 
moderate stages of dementia.
b. Caregivers adapt more to changes with food shopping and preparation than in 
eating processes.
2 a. Caregivers experience greater food-related difficulties coping with people in 
severe than in mild to moderate stages of dementia.
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b. Caregivers experience greater difficulties coping with food shopping and 
preparation than with eating.
3 a. Caregivers experience greater food-related stress with people in severe dementia 
than those in mild or moderate stages of dementia.
b. Caregivers experience greater stress with food shopping and preparation than with 
eating.
4 a. Female caregivers cope less well with food shopping than male caregivers, 
b. Male caregivers cope less well with food preparation than female caregivers.
5 a. Female caregivers find food shopping more stressful than male caregivers, 
b. Male caregivers find food preparation more stressful than female caregivers.
6. A further aim is to investigate which emotional (difficulties coping, stress, and 
burden) and behavioural variables (adapting to changes, and seeking information and 
education) affect caregivers’ satisfaction with food-related life.
3. Method
3.1. Design
This study used a cross sectional design. Ethical approval was granted by the 
University of Surrey Ethics Committee (see Appendix 13).
3.2. Recruitment Procedure
The Alzheimer’s Society (AS) was a major support and contributor in assisting to 
distribute questionnaires to participants. Various AS branches in London and Surrey 
were contacted via email or by telephone and were sent a detailed description of the 
study and purpose behind it. The AS provides coffee mornings, lunches and monthly 
meetings for informal caregivers and the care-recipients. Therefore, it was here that
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information sheets, questionnaires and self-stamped addressed envelopes were 
provided. In addition, another method used was to attend cafes and meetings to talk 
and hand out questionnaires directly to participants. The AS boroughs involved were: 
Croydon, Bromley, Sutton, Guildford, Woking, Wandsworth, Lambeth, Islington, 
and Southwark.
A stamped addressed envelope accompanied each questionnaire for 
participants to complete in their own time. Each branch was contacted regularly to 
check if any questionnaires had been handed in directly. Feedback of the results were 
offered to participants and to the AS branch. In addition, the questionnaire was 
online and the link was emailed to students and staff at the University of Surrey 
(Psychology Department) and to members of the British Society of Gerontology. The 
time scale for distribution and collection of all questionnaires was up to five months. 
There were two branches in London who viewed the questionnaires as inappropriate 
to distribute as they felt their caregivers were either very sensitive or over burdened. 
Therefore, they felt that outsiders, particularly a researcher, would not be welcomed 
at the meeting.
3.3. Participants
All participants recruited were informal caregivers, both male and female. 
Participants included family members such as, spouses, children, siblings or friends 
and neighbours. It was important that the participants were informal caregivers and 
not formal caregivers (i.e. someone who is not employed from an organisation). 
Participants were recruited if they were directly involved in all three of the care- 
recipient’s food-related processes. In order to ensure this, the researcher would ask 
each individual before administrating the questionnaire, if they fitted the correct 
criteria. . ■
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3.4. Power calculations
Based on the hypotheses that there were gender differences, a minimum of 128 
participants was required. A statistical power calculation was performed using 
G*Power. In order to detect a medium effect to male and female (d=0.5 with alpha at 
0.05 and power = 0.80), a total sample of 128 was required for a two-tailed t-test. 
Power calculations for other hypotheses resulted in a smaller total sample size being 
recruited. Therefore, all hypotheses were testable with this large sample size. This 
number was adequate for planned quantitative statistical analyses.
3.5. Overall Response Rate
There were 180 questionnaires distributed over a period of 5 months and in total 100 
questionnaires were returned. However, 15 questionnaires were either not completed 
appropriately or sections were missing, as a result, these were not used in the 
analysis. Overall, 85 questionnaires were recorded.
3.6. Measures
The aim of the questionnaire was to investigate further the results found in the 
previous two studies. This included dementia progression and caregivers’ 
perspectives of changing roles to adapt to the three food processes, difficulties in 
coping and if they experience stress during these processes. The questionnaire was 
designed by the researcher, as there were no existing questionnaires investigating all 
three food processes (shopping, preparation and eating) in dementia progression and 
the effect it has on the caregiver. The questionnaire structure and content was similar 
to that of the interview schedule used in the qualitative studies (Chapter 2 and 3) 
sections on food shopping, preparation, eating and food-related information and 
education services.
Relevant and appropriate items for the questionnaire were designed based on 
results found through thematic data analysis from the qualitative studies. Therefore,
124
Chapters 2 and 3 were incorporated into the questionnaire to uncover and further 
explore the hypotheses devised. The questionnaire took up to 30 minutes to complete 
and comprised of six sections:
Section 1 : General background information: This included gender of 
caregiver, their relationship with the person with dementia, i.e. spouse, daughter, 
friend or neighbour; type of dementia: i.e. Alzheimer’s disease or vascular dementia, 
the severity of dementia (mild, moderate or severe), which was noted according to 
the caregiver; time caring for the care-recipient and if they lived alone or with 
caregiver.
Sections 2 to 4: The main three sections (food shopping, preparation and 
eating) and the caregivers experience in dementia progression in these areas. Each 
section was carefully constructed in order to be consistent across each food process 
(see Appendix 14 for questionnaire). The questionnaire was constructed so as each 
question was worded to be easily understood and ambiguous words were avoided. 
This was achieved by forming a pilot study with five participants giving feedback on 
the construction. Each section investigating directly with the three food processes 
were of similar construct so as to be consistent throughout and to make analysis more 
accurate and valid.
Each section followed a similar pattern throughout, such as, in the food 
shopping section a question was asked: ‘The way I  shop for food and drink has 
changed since diagnosis in food preparation, ‘The way I  prepare for food and drink 
has changed since diagnosis ’ and for the eating section ‘Supporting the person I  care 
for to eat and drink has changed since diagnosis Each section was vigorously 
screened and adjusted to be consistent with the other sections, making this 
questionnaire consistent for accurate analysis. In total, sections on food shopping and 
preparation had 29 items and the section on eating had 30 items. The section on 
eating had an extra question on eating out.
All items used similar phrases and questions across each food-related process 
section. These were: the extent caregivers were able to discuss and encourage the
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person with dementia with food and drink, increase in responsibility, the extent 
caregivers cope with dementia progression within each food-related process, the 
extent to which they experience stress, the extent to which they would like more 
information, training and education in each food area and the extent they enjoy each 
food-related process. From Section 2 to 4, variables were constructed to measure,
(1) adapting to change; (2) difficulties coping; (3) stress; (4) seeking information and 
education (See Appendix 15).
Section 5: A satisfaction with food-related life measure focusing on the 
enjoyment of food from the caregiver’s perspective. This is from a measure on food- 
related processes for healthy elderly participants (Grunet et al, 2007), which can be 
used to measure the informal caregiver participant’s satisfaction with food-related 
life.
Section 6: A 12-item Zarit Burden Interview (ZBI) on caregivers’ 
experiences of emotional, physical, and social strains or difficulties that result from 
their role as a caregiver (Bedard et al, 2001). The ZBI items were measured on a 4- 
point scale: 0-12 little or no burden, 1 3 -2 4  (mild to moderate burden), 2 5 - 3 6  
(moderate to severe burden), and 37 -  48 (severe burden).
All other items were measured on 5-point Likert scales from 1 ‘not at all’ to 5 
‘an extreme amount’. Items in sections 2, 3 and 4 (food procurement, preparation, 
eating) were designed for comparison and evaluation across all three food processes. 
These phrases and questions focused on caregivers adapting to changes and the 
progressive decline of people with dementia and their ability to manage each food 
process. Each section also included items such as: difficulties, caregivers’ 
experiencing stress and how useful additional support and information would be.
3.7. Data analysis
Statistical software SPSS 15 was used to analyse data. Data were first checked for 
errors, normality and scale scores were created from individual items from the 
questionnaire. Preliminary data were analysed by checking descriptive information 
such as mean and standard deviations. Where necessary, scores were reversed so that
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a higher score always reflected more positive beliefs (1 6 an extreme amount’ to 5 
‘not at all’ an extreme amount’), e.g. ‘the person I care for helps me with preparing 
food and drink’. Items were combined to create three variables in order to analyse 
specific areas of interest. These were (1) adapting to change (2) coping difficulties 
and (3) stress (see Appendix 15). Items were combined together to make a variable 
by checking the Cronbach’s alpha and ensuring that all items were reliable. These 
results were found to be reasonably reliable from values of .623 to .755 (Howitt & 
Cramer, 2005). Each combined variable contained 6 to 7 items and therefore there 
was consistency between each of the variables. Overall, 62 out of 87 items from 
Sections 1 to 3 (shopping, preparation and eating) of the questionnaire were used. 
Scales were checked for normality deviations.
Hypotheses 1 to 3 have a and b parts, as the same variables were used for 
between and within analyses. These analyses examined (1) adapting to change, (2) 
difficulties coping (3) stress, and the differences (a) between severity (mild/moderate 
and severe dementia), and (b) within the three food processes (shopping, preparation 
and eating). These hypotheses were tested using a mixed design to analyse the data. 
This design was selected as measurements were made using the same subject under 
different conditions (Fields, 2005). A (2; severity x 3; food-related processes) mixed 
ANOVA was carried out, as it compared how two experimental groups (severity: 
mild/moderate and severe) perform across three experimental conditions (food- 
related processes: shopping, preparation and eating). The ANOVA compared 
whether the mean of any individual experimental condition differed significantly 
from the aggregate mean across the experimental conditions.
Hypotheses 4 and 5 also had a and b parts, were tested by comparing the 
ratings of difficulties coping, and stress with food shopping and preparation across 
caregivers’ genders. These comparisons were made using mixed ANOVAs.
Aim 6 incorporated the final two sections from the questionnaire (satisfaction 
with food-related life items and Zarit burden). Emotional and behavioural variables 
were tested with the satisfaction with food-related life section, which was the 
dependent variable using multiple regressions (backward stepwise regression). The
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emotional variables were the constructed variables: difficulties coping and stress plus 
the Zarit burden items. The behavioural variables were the constructed variables: 
adapting to changes and in addition items on information, training and education 
from each food processes were also combined into one variable (seeking information 
and education).
4. Results
4.1. Participants’ and Care-Recipients’ Characteristics
The data provided from 85 participants were included in the statistical analysis. Most 
participants were female (77%). Within the sample, 60% of participants were looking 
after someone with mild to moderate dementia and 40% with severe dementia. There 
were 77% of people with dementia living with a caregiver and 23% of people with 
dementia living alone. The majority of caregivers with a total of 63% were a spouse 
of the care-recipient, 3% were sons of a care-recipient, 22% were daughters, while 
the remaining 12% were a friend or neighbor of a care-recipient. There were eight 
different types of dementia identified with over 50% diagnosed with Alzheimer’s 
disease. The description for all demographics is provided in Table 8.
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Table 8
Demographic Characteristics o f  Participants and Care-recipients
Demographic ____  N %_______________ Total
Stages of dementia
Mild/moderate
Severe
Total
51
34
60
40
85
Gender of caregiver
Female 65 77
Male 20 24
Total 85
Living arrangements
Lives with caregiver 64 77
Living alone 19 23
Total 83
Relationship with
care-recipient
Spouse 52 63
Son 2 3
Daughter 18 22
F riend/N eighbour 10 12
Total 83
Type of Dementia
Alzheimer’s disease 43 51
Vascular disease 13 15
Alzheimer’s disease
and Vascular disease 4 5
Semantic 1 1
Frontal lobe 3 4
Brain haemorrhage 1 1
Lewy Body 3 4
Dementia type 2 2
Unknown 15 18
Total 85
4.2. Hypothesis 1: Adapting to Changes (a) between Severity and (b) 
within Food-Related Processes
Mean ratings of adapting to changes in shopping, preparation and eating were 
calculated across all participants and across mild/moderate and severe groups. These 
means are presented in Table 9.
Table 9
Descriptive Statistics: Adapting to Changes, Severity and Food-related 
Processes
Adapting to 
changes
Mild to
moderate
N=51
Severe
N=34
Total 
N = 85
Mean (S.D) Mean (S.D) Mean(S.D)
Shopping 3.17(0.83) 3.56 (0.67) 3.33 (0.80)
Preparation 3.04(0.77) 3.70 (0.70) 3.30(0.81)
Eating 2.60(0.50) 3.07(0.70) 2.79 (0.62)
Table 9 results from 85 participants, 51 with mild/moderate dementia and 34 
with severe dementia. The total means indicate that participants adapt more to 
changes with food shopping and food preparation than with eating. In addition, 
participants who care for people with mild/moderate dementia have a lower mean 
score than those who care for people with severe dementia. This applies across all the 
conditions (shopping, preparation and eating). A mixed ANOVA was carried out 
with food-related processes as one factor (shopping, preparation and eating) and 
severity of dementia as a second factor (mild/moderate and severe). The main effect 
of severity was significant (F (1, 83) =17.95, p  =.001); an overall effect size of 0.18 
(partial rj2), indicating that there was more adaptation to changes in the participants’ 
roles, with those caring for people with severe dementia than those caring for people 
with mild/moderate dementia. T-tests showed that all variables (food shopping, 
preparation and eating) were significantly higher for the severe group than for the 
moderate and mild group.
The value for Mauchly’s test was not significant (p= .915) showing that the 
assumption homogeneity of covariance was met. The main effect of food-related
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processes was also significant (F (2, 82) = 125.249, p  =.001, partial i f  = 233) with 
pairwise comparisons showing a significant difference between food shopping (p= 
.001), food preparation (p= .001) and eating (p= .001), but not between food 
shopping and food preparation (p= .1). Therefore, these results suggest that 
caregivers adapt to changes in food shopping and preparation than eating in both the 
severity groups. The interaction between adapting to change, food-related process 
and severity was not significant {F (2, 166) = .1.30, p  =.28, partial rj2 =.02). This 
indicates that there is no difference in the pattern of caregivers’ adapting to changes 
and food related processes between severe and mild/moderate groups .
4.3. Hypotheses 2: Difficulties Coping 
between (a) Severity and (b) Food-Related Processes
Mean ratings of difficulties coping to shopping, preparation and eating were 
calculated across all participants and across mild/moderate and severe groups. These 
means are presented in Table 10.
Table 10
Descriptive Statistics- Difficulties Coping, Severity and Food-related Processes
Difficulties Coping Mild to moderate Severe Total
N=51 N=34
8ii*
Mean (S.D) Mean (S.D) Mean(S.D)
Shopping
Preparation
Eating
2.31(0.64)
2.31(0.72)
2.31(0.76)
2.67(0.82)
2.53(0.80)
2.60(0.83)
2.46 (0.73) 
2.40 (0.76) 
2.42 (0.80)
Table 10 results from a total of 85 participants, 51 with mild/moderate 
dementia and 34 with severe dementia. The total means suggest that there is no 
difference in participants’ difficulties in coping within the food-related processes, 
food shopping, food preparation and eating. In addition, participants who had 
difficulties coping with people with mild/moderate dementia have a lower mean 
score than those who have difficulties coping with people with severe dementia. This 
applies across all the conditions (shopping, preparation and eating). A mixed
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ANOVA was carried out with difficulties coping as one factor (shopping, preparation 
and eating) and severity of dementia as a second factor (mild/moderate and severe). 
The main effect of severity was not significant (F (1, 83) = 3.70, p = . 058); an overall 
effect size of 0.04 (partial if), indicating that there is no difference in participants’ 
difficulties coping with people who have severe dementia or those who have 
mild/moderate dementia.
The value for Mauchly’s test was not significant (p= .118) showing that the 
assumption homogeneity of covariance was met. The main effect of food-related 
processes was also not significant (F (2, 166) =.844, p  =0.43, partial rj2 =0.01). This 
suggests that there is no significant increase in difficulties coping neither within the 
food processes nor between mild/moderate dementia to severe dementia. The 
interaction between food-related process and severity in relation to difficulties 
coping was not significant (F (2, 166) = .72, p  =.49, partial i f  =.01). This indicates 
that there is no difference in the pattern of caregivers’ coping and food-related 
processes between severe and mild/moderate groups.
4.4. Hypothesis 3: Stress between (a) Severity and (b) Food-Related 
Processes
Mean ratings of stress to shopping, preparation and eating were calculated across all 
participants and across mild/moderate and severe groups. These means are presented 
in Table 11.
Table 11
Descriptive Statistics - Stress, Severity and Food processes
Stress Mild to moderate Severe Total
N=51 N=34 N = 85
Mean (S.D) Mean (S.D) Mean(S.D)
Shopping
Preparation
Eating
2.66(0.69) 
2.64 (0.66)
2.44 (0.60)
2.70(0.70)
2.64(0.59)
2.71(0.73)
2.70 (0.64) 
2.64 (0.63) 
2.55 (0.66)
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Table 11 shows results from a total of 85 participants, 51 with mild/moderate 
dementia and 34 with severe dementia. The total means suggest that there is no 
difference in participants experience in stress within the food-related processes, food 
shopping, food preparation, and eating. There is a higher mean in severe than 
mild/moderate. It is clear from the overall means that participants experience stress 
more in food shopping than procurement and least in eating. Experiencing stress in 
eating has the lowest mean of 2.55 (SD= 0.64), food preparation has a total mean of 
2.64 (0.63) and food procurement has a total mean of 2.70 (0.66). In addition, the 
participants who experience stress caring for people with mild/moderate dementia 
have a lower mean score than those caring for people with severe dementia. This 
applies across all the conditions (shopping, preparation and eating).
A mixed ANOVA was carried out with stress as one factor (shopping, 
preparation and eating) and severity of dementia as a second factor (mild/moderate 
and severe). The main effect of severity was not significant (F (1, 83) =1.037, p  
=.312); an overall effect size of .012 (partial if) indicating that there is no difference 
in informal caregivers’ stress with people who have severe than those with 
mild/moderate dementia. The value for Mauchly’s test revealed that the assumption 
of sphericity has been violated, therefore the Huyn-Feldt correction was used for 
both the within subjects main effects and the interaction (F (1.901, 157.78)= 1.62, 
p= .20, partial rj2 =. 02). The main effect of food-related processes was not 
significant (F (2, 166) = 1.618, p  =.203, partial rj2 =.019). Therefore, these results 
suggest that there is no significant difference with informal caregivers’ stress within 
the three food processes or between mild/moderate dementia and severe dementia.
In addition, the interaction between stress, food-related processes and severity was 
not significant (F (1.90, 157.78)= 1.81, p= .17, partial rj2 =.02). This indicates that 
there is no difference in the pattern caregivers’ stress and food related processes 
between severe and mild/moderate groups.
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4.5. Hypothesis 4 a & b: Difficulties Coping, Gender and Food- 
Related Processes.
A (2; shopping and preparation, 2; male and female) mixed ANOVA was used to 
compare mean ratings of difficulties coping with shopping and preparation for males 
and females. This was used to address hypotheses 4 a and b.
Table 12
Descriptive Statistics -  Difficulties Coping, Gender and Food Shopping and  
Preparation. ________ _______________ _____________________
Difficulties coping Male Female Total
and gender
N=20 N=65 N = 85
Mean (S.D) Mean (S.D) Mean(S.D)
Shopping
Preparation
2.38 (0.60) 
2.40 (0.82)
2.48(0.77)
2.40(0.75)
2.46 (0.73) 
2.40 (0.76)
Table 12 shows results from a total of 85 participants, 65 female caregivers 20 male 
caregivers. The means suggest that female caregivers have a higher mean than male 
caregivers in difficulties coping and food shopping. However, there is no difference 
in the means between female caregiver and male caregivers in food preparation. A 
(2x2) mixed ANOVA was carried out with coping as one factor (shopping, 
preparation) and gender as a second factor (males and females). The value for 
Mauchly’s test was not significant (p= .1) showing that the assumption of 
homogeneity of covariance was met. The main effect of gender and coping with food 
shopping and preparation was not significant (F (1, 83) =.101, p  =. 751)\ an overall 
effect size of .001 (partial rf) indicating that there is no difference between male and 
female and difficulties coping. The Main effect across coping with food-related 
processes was not significant (F (1, 83) = .34, p=.56)\ an overall effect size of .004 
(partial rj2) indicating that there is no difference within difficulties coping with food- 
related processes. Therefore, these results suggest that there is no significant 
difference between male and female caregivers and difficulties coping with food 
shopping and preparation. In addition, the interaction between difficulties coping, 
gender and food-related processes in not significant (F (1, 83)= .57, p= .45, partial
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rj2 =. 007). This indicates that there is no difference in the pattern caregivers’
difficulties coping and food related processes between male and female groups.
4.5. Hypothesis 5 a & b: Stress, Gender and Food-Related Processes
A (2; shopping and preparation, 2; male and female) mixed ANOVA was used to 
compare mean ratings of stress with shopping and preparation for males and females. 
This was used to address hypotheses 5 a and b.
Table 13
Descriptive Statistics, Stress and Gender
Stress and Gender Male Female Total
N=20 N=65 N = 85
Mean (S.D) Mean (S.D) Mean(S.D)
Shopping
Preparation
2.55 (0.59) 
2.59 (0.61)
2.73(0.71)
2.66(0.64)
2.70 (0.67) 
2.64 (0.63)
Table 13 show results from a total of 85 participants, 65 female caregivers and 20 
male caregivers. The means suggest that female caregivers have a higher mean than 
male caregivers in stress and food shopping. Female caregivers also have a higher 
mean in stress and food preparation than male caregivers. A (2x2) mixed ANOVA 
was carried out with stress as one factor (shopping, preparation) and gender as a 
second factor (males and females). The value for Mauchly’s test was not significant 
(p= .1) showing that the assumption homogeneity of covariance was met. The main 
effect of gender and stress with food shopping and preparation was not significant (F 
(1, 83) =.505, p  =.479); an overall effect size of .006 (partial if)  indicating that there 
is no difference between male and female and stress. The Main effect across stress 
with food-related processes was not significant (F (1, 83)=. 32, p=.58); an overall 
effect size of .004 (partial if) indicating that there is no difference within stress with 
food-related processes. Therefore, these results suggest that there is no significant 
difference between male and female caregivers experiencing stress with food 
shopping and preparation. In addition, the interaction between stress, gender and 
food-related processes is not significant (F (F, 83)= .21, p= .65, partial ri2 =.002).
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This indicates that there is no difference in the pattern caregivers’ stress and food-
related processes between male and female groups.
4.6.6. Emotional and Behavioural Changes Contributing to 
Caregivers’ Satisfaction with Food-Related Life
The emotional changes concept consisted of the predictor variables: difficulties 
coping, stress and burden. While the behavioural changes concept consisted of the 
variables: adapting to changes and seeking information and education. The outcome 
variable was the satisfaction with food-related life questions from section D of the 
questionnaire and was used to measure the predicted variables.
Backwards stepwise regression was carried out with difficulties coping, 
adapting to change, stress, burden and seeking information and education entered as 
predictor variables and satisfaction with food-related life entered as the outcome 
variable. The outliers were assessed based on values of Mahalonobis, Cook’s and 
Leverage values. Based on these values one case appeared to be a multivariate outlier 
(Man= 19.18, Leverage^ .28) and was therefore excluded from the analysis. The 
value of Durtain-Watson statistic was 1.744 indicating that all assumptions have 
been met. The two statistics were used to assess multicollinearity were the VIF and 
tolerance. For VIF there were no values above ten and there were no values below 1. 
This indicates that there were no strong correlations between predictors (Fields, 
2005). Plots of the regression-standardised residual against the regression 
standardised predicted value revealed that the assumption of linearity and 
homoscedastocity were met. The overall regression model was significant at step 4 
(R2 = .153; F  (2, 65) = 6.982, p  =.002). As can be seen from Table 14, seeking 
information and education was the only significant predictor of with food-related 
life. All other variables failed to significantly predict satisfaction with food-related 
life.
As shown in Table 14 (pp. 13 5), the emotional and behavioural variables 
accounted for 15% of the variance in satisfaction with food-related life. The
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standardized beta weights showed that seeking information and education was a 
significant predictor of caregivers’ satisfaction with food-related life (p = .26, p < 
.OOy. However, the other emotional and behavioral variables failed to significantly 
predict satisfaction with food-related life.
Table 14
Emotional and Behavioural Changes and Satisfaction with Food-Related Life
B SE S P
Step 1
Constant 1.40 0.60
Adapting to changes 0.49 0.24 0.04
Difficulties coping 0.11 0.23 0.01
Stress 0.11 0.25 0.07
Burden 0.02 0.02 0.19
Seeking information and education 0.22 0.11 0.28
Step 2
Constant 1.39 0 56
Adapting to changes 0.06 0.19 0.04
Stress 0.12 0.21 0.08
Burden 0.12 0.21 0.08
Seeking information and education 0.23 0.11 0.28*
Step 3
Constant 1.47 0.47
Stress 0.15 0.17 0.10
Burden 0.02 0.01 0.19
Seeking Information and education 0.22 0.11 0.28*
Step 4
Constant 1.84 0.23
Burden 0.02 0.01 0.23
Seeking Information and education 0.21 0.11 0.26*
Note R2 = .123 for Step 1; AR2 = .136 for Step 2; A R2 = .149 for Step 3; AR2 = .152 for Step 4 
(ps<001). * pc.OOl
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5. Discussion
This study set out to establish informal caregivers’ perception of dementia 
progression in food-related processes and their emotional and behavioural changes. 
The results revealed that there was a significant relationship, as informal caregivers’ 
roles changed more in food shopping and preparation than eating, as there was a 
slower decline in a person with dementia’s ability in the area of eating than shopping 
or preparation. Participants adapted to changes in their role more with food shopping 
and preparation than with eating. This occurred for those participants caring for 
people with mild/moderate dementia and those caring for people with severe 
dementia. Furthermore, there was no significant relationship between food-related 
processes, severity of dementia and that of difficulties coping or stress. Nor any 
significant relationships between gender, food shopping, preparation and difficulties 
coping and stress. Seeking information and education was found significant into 
participants’ satisfaction with food-related life.
5.1. Adapting to Food-Related Changes as Dementia Progresses
As dementia progresses caregivers must adapt to changes as the care-recipient’s 
everyday abilities decline. In this study, the abilities of food-related activities were 
measured, including all three processes (shopping, preparation and eating). There are 
few studies in this area as most have focused on eating and used qualitative 
methodology (e.g. Geneo et ah, 2010; Morris & Volicer, 2001). From the results, it is 
clear that participants adapt more to changes in their food role with shopping and 
preparation than with eating. This is both with those caring for people with mild to 
moderate stages of dementia and those with severe stages of dementia. This indicates 
that in this sample a care-recipient’s abilities decline more in food shopping and 
preparation than in eating, both with those who have mild to moderate stages of 
dementia and those with severe stages of dementia. In addition, results showed that 
participants adapted to food-related changes more to those looking after people with 
severe stages of dementia than those looking after people with mild to moderate
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stages of dementia. Therefore, the abilities of a person with dementia decline slower 
with eating than food shopping or food preparation and as a result the caregiver must 
adapt to these changes. However, a caregiver must adapt to food-related changes 
more with a person who has severe stages of dementia than those who have mild to 
moderate stages of dementia.
Despite there being limited studies in caregivers adapting to changes as their 
care-recipient progresses in dementia (Perren et al., 2006), and even fewer looking at 
these changes in the food domain (Keller et al., 2006), this study provides statistical 
analyses indicating that caregivers do adapt to changes in food-related activities and 
changes occur more often in the severe stages of dementia with food shopping and 
preparation than in mild to moderate stages of dementia. Most studies focus on the 
impact regarding nutrition and eating dementia progression yet other areas (i.e. 
shopping and preparation) also are affected by dementia progression (Atta-Konada, 
et al., 2011). In addition, as most care-giving is based at a person’s home, mild stages 
of dementia must be acknowledged in regards to food-related care (Fjellstrôm et al., 
2010). The few studies that have focused on food-related processes and the 
transitional changes that a caregiver adapts to, have not specifically examined the 
stages of dementia nor measured which processes create more responsibility (Atta- 
Konada, et al., 2011 ; Fjellstrôm et al., 2010).
Those studies that did focus on informal caregivers adapting to food role 
changes did discuss certain elements of food-related decline, such as adapting to a 
new shopping routine (Atta-Konada, et al., 2011; Fjellstrôm et al., 2010). They 
demonstrated, using qualitative analysis, that certain areas of food management 
required more of a change in their routine than others, such as caregivers having to 
manage the shopping and preparation on their own where they once shared the 
responsibilities or did not have any responsibility. However, unlike this study, they 
did not specifically differentiate which food processes needed more adapting on such 
a large scale of participants, in particular as previous studies used qualitative 
methodology. In addition, this study was able to differentiate between stages of 
dementia by using specific questions to measure these adaptations. This study has 
indicated that more careful attention is needed by caregivers in food shopping and
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preparation compared to eating, particularly as dementia progresses. This is contrary 
to most concepts, as they have focused on eating and malnutrition being the most 
important and difficult area in food care (e.g. Gillick & Mitchell, 2002).
This study raises the awareness that adapting to food-related changes occur 
early in dementia progression and caregivers must adapt to other elements of food 
management outside of mealtimes (i.e. shopping and preparation) and throughout to 
the later stages of dementia. These results have a strong indication that more needs to 
be implemented in training caregivers to manage food and to provide them with 
information prior to when decline happens. This is important as a good 
understanding of food-related care can prevent complications, prolong independence 
and improve quality of life (Doner, 2005). Furthermore, this study supports Morris 
and Volicer (2010), indicating that food-related care is increasingly important, 
especially in severe stages of dementia. This is because as dementia progresses, 
food-related activities are affected and therefore caregivers have to adapt to 
increasing responsibility in their food role. Although Morris and Volicer focused on 
mealtime elements, such as eating, swallowing difficulties, this study provides the 
whole process of food changes. This study has included changes in dementia 
progression and food shopping and preparation. The findings revealed that 
caregivers’ roles change early on, in terms of dealing with dementia behavioural and 
physical decline in food shopping and preparation, in mild to severe stages of 
dementia.
5.2. Hypotheses 2 and 3: Caregivers’ Difficulties Coping and Stress 
Experienced within Rood-Related Processes as Dementia Progresses
There were no significant results indicating caregivers’ experiencing difficulties 
coping or stress within the food-related processes as dementia progresses. This 
suggests that these participants do not perceive their food role as negative but may 
perceive their food role as a positive and challenging role. This supports the theory 
by Lazarus and Folkman (1984) in which an individual can interpret a difficult 
situation as a positive predicament to be in. Silver and Wellman, (2002) also have
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discussed that caregivers may find difficult situations, particularly in the food care 
domain, rewarding, as they overcome difficult tasks that they may have found 
challenging.
In contrast with studies, such as Bilotta (2010), where they demonstrated that 
as responsibility increases so do the effects of caregivers’ distress, this study showed 
no significant results that the caregiver was stressed due to increased responsibility in 
their food role. Many studies, such as that by Gitlin and colleagues (2000) indicate 
that distress can affect the ability to manage the care-recipient efficiently, which can 
impact on both parties’ physical or psychological health. Physical well-being was not 
measured in this questionnaire but the results indicated that caregivers’ were 
managing to assist the person they were caring for efficiently across severity and 
between food-related processes. Furthermore, informal caregivers’ experiencing 
stress was not significant in this study therefore, not supporting studies such as 
Schulz and colleagues (2003), who indicated that when changes occur frequently, 
caregivers’ are likely to experience stress due to coping difficulties. This hypothesis 
does, however, support a report by Zarit et al., (1980) as they found no significant 
relationships between changes in cognitive and behavioural impairments and stress 
with caregivers.
5.3. Hypothesis 4 and 5: Gender, Coping Difficulties and Stress in 
Food Shopping and Preparation
There were no significant differences between male and female caregivers with 
regard to difficulties coping or stress when managing food shopping and preparation 
activities. Furthermore, individual items from the questionnaires were tested, such as, 
buying readymade meals where no significant results between male and female 
caregivers were found. This is in contrast to results from previous studies, including 
the results from Study la  (Chapter 2), whereby they have highlighted differences 
between genders. In particular with male caregivers feeling challenged by a shift of 
the division in food preparation and female caregivers feeling challenged by a shift 
of the division in food shopping ( Fjellstrôm et al., 2010; Atta-Konadu et al., 2011).
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From the results in this study, it appears that male and female caregivers are as 
familiar with, and skilled, in food-related work as each other.
5.4. Hypothesis 6: Emotional and Behavioural Variables in Relation 
to Satisfaction with Food-Related Life
The emotion concept was comprised of difficulties coping, stress and burden 
variables. The behaviour concept was comprised of adapting to changes and seeking 
information and education variables. From the results, seeking information and 
education was found significant in maintaining a caregiver’s satisfaction with food- 
related life. This concluded that there is a need to provide informal caregivers with 
information and education services on food and dementia in order to maintain 
satisfaction in this area. According to these findings, those who feel the need to seek 
and receive information and education are caregivers who may potentially be 
experiencing a lower satisfaction in the area of food than those feeling that they do 
not need to seek information and education.
As the quality of a caregiver’s life can be impaired due to dementia 
progression (0stbye et ah, 1997), it is necessary to improve this impairment by 
enhancing the interaction between caregiver and recipient and making the 
transitional food role changes easier to adapt to (Atta-Konada et ah, 2011). This can 
be achieved through providing information to caregivers on how to better assist 
people with dementia (Hirakawa et ah, 2008). In particular, this study indicates that 
specific information on food-related care is needed to better assist care-recipients. It 
supports the concept that information and education services can lead to improved 
quality of life of people with dementia and informal caregivers (Robinson et ah, 
2009). Thus, these findings have found a relation between seeking information and 
education and satisfaction with food-related life. Therefore it can be assumed that 
implementing these services can lead to an improved satisfaction with life, 
particularly with food-related care.
In summary, according to these results, an assumption can be made that those 
who are not satisfied with their food-related life are more likely to seek information
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and education services than those who are satisfied. Seeking more information and 
education can lead to more enjoyment and pleasure in the food domain, thus, 
improving the connection between caregivers with care-recipients, and enabling both 
parties to develop positive outcomes, specifically within the food-related processes.
6. Limitations
This study drew on a community-based sample of informal caregivers, largely 
collected from a charity organisation (the Alzheimer’s Society). The results partly 
supported the findings from the qualitative study in Chapter 2 and 3. These were: (1) 
food shopping and preparation abilities declining faster than eating, (2) informal 
caregivers adapt to changes more to shopping and preparation than eating and (3) 
informal caregivers’ seeking information and education services and its relation with 
their satisfaction with food-related life and that of their care-recipient. Unlike Study 
1, this study did not however, support gender differences in food shopping or 
preparation or that caregivers difficulties coping or experienced stress across the food 
processes.
Based on the hypothesis that there were gender differences, a minimum of 
128 participants was required. A statistical pair calculation was performed using 
G*Power. In order to detect a medium effect to male and female (d=0.5 with alpha at 
0.05 and power = 0.80), a total sample of 128 was required for a two-tailed t-test. 
Power calculations for other hypotheses resulted in a smaller total sample size being 
recruited. However, 85 participants (power = 0.60) were recruited, which may have 
had an effect on hypotheses 4 and 5 (gender between coping, stress and food 
shopping and preparation), as the power was less than Cohen’s (1992) recommended 
criteria of .8. Nevertheless, recruiting more participants would have been unlikely to 
reveal significant findings, as the results were far from being significant (4. p=  . 751; 
5. p= .479). In addition to this, the assumptions of the parametric tests were not 
violated, even with unequal gender sample size.
The study sample consisted of a majority of women (77%) men (23%). This 
may be seen as a limitation, however, parametric tests showed that data was normally
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distributed and the homogeneity of variance assumptions were met. Therefore, 
having a larger male sample would most likely still indicate a non-significant result, 
as there were no significant differences in variance for hypothesis 4 and 5, which 
tested gender, difficulties coping and stress between food shopping and preparation.
A limitation when data collecting, was that it was portrayed time consuming 
by some carers and the researcher found distributing questionnaires difficult to 
arrange, as most informal caregivers’ meetings were held monthly and not all 
caregivers wanted to be involved. In addition, there were fewer male caregivers than 
female caregivers at these meetings, supporting the fact that spouse caregivers of 
people with dementia in particular, are more likely to be female than male.
The structure of the questionnaire stemmed from the interview in Chapter 2 
and 3. This included a food shopping, preparation and eating section and all three 
sections were similar in content. Most informal caregivers were happy to participate; 
however, comments were made on the length and repetitiveness of the questionnaire. 
They commented that they would have liked more open-ended question, for example, 
and wanted to state that there were no changes in their roles with certain food 
processes. This would be because their responsibilities remained the same as it was 
before diagnosis. Informal caregivers felt that they had a lot of paper work to do for 
other organisations wanting feedback, therefore, this partly contributed to a lower 
response rate of the questionnaire than initially expected.
Most informal caregivers were happy to complete a questionnaire and 
considered food-related care a good topic of discussion and research. However, those 
who did not want to participate said this was because they did not feel it was relevant 
to them. This would be because the caregiver felt he or she had no difficulties with 
the person with dementia around food care, were in a nursing home, desist or they 
perceived a long questionnaire as an extra task and therefore were not interested.
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7. Conclusion
The present study set out to establish informal caregivers’ perception of dementia 
progression in food-related processes and their emotion and behaviour changes. The 
results revealed that the participants adapt to changes in his or her food role more in 
food shopping and preparation than eating across all stages of dementia but adapt to 
changes more with those caring for people with severe stages of dementia than those 
with mild to moderate stages of dementia. There was a slower decline in a person 
with dementia’s ability in the area of eating than shopping or preparation. 
Furthermore, there were no significant differences between food-related processes, 
stages of dementia difficulties coping, stress and gender. Caregivers seeking 
information and educational material were found to be significant to their satisfaction 
with food-related life, thereby an assumption is made that the less satisfied a 
caregiver is in this area the more likely he or she are to seek addition support.
Towards an understanding of food-related processes and dementia progression from 
informal caregivers’ perspectives, this study supports Study la  as the findings 
indicate a pattern in dementia progression and food-related processes, with 
caregivers adapting to changes more in food shopping and preparation than eating, in 
both mild/moderate and severe stages of dementia. Study lb participants had 
different needs for food and dementia information and support services, this was 
supported by this study as seeking information and education in dementia, and food 
•care has been found a significant element to caregivers’ satisfaction with food-related 
life. A further study will investigate what food and dementia materials are available 
for informal caregivers.
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CHAPTER 5
Study 3: An Audit Report on Food-Related Care and 
Dementia Written Information
As Chapter 4 (quantitative study) reported a significant difference between 
caregivers seeking information and education on food and dementia and satisfaction 
in food-related life, an audit was developed to find available food-related care and 
dementia written material.
1. Introduction
There has been increasing evidence that intervention studies for caregivers assist in 
decreasing negative outcomes such as burden (Schulz & Martire, 2004). According 
to them, these interventions include areas such as, family counselling, social support, 
education, skills training and self-care. Studies have indicated that educating 
caregivers provides them with the ability to make better decisions, as well as 
influencing them to be more pro-active: and overall they can gain a positive outcome 
and better quality of life (Demir, Ozsaker & Illce, 2008; Fung & Chien, 2002). 
According to Scott (2004), education is verbal and written and while verbal 
education could be forgotten, written education is beneficial as it can be referred 
back to directly. This can be termed as self-help education, which is in the format of 
materials such as, self-help manuals, booklets, leaflets or factsheets (Dijkstra & 
DeVries, 2001).
Although in some studies written education (also termed written material) has 
showed a decrease in distress and an increase in coping abilities (Hoffman &
Worrall, 2004), other studies have shown that written information alone does not 
decrease distress but does have the ability to increase and provide knowledge (Chang 
et ah, 2010; Done & Thomas, 2001). Done and Thomas, (2001) found that written 
information along with training can decrease caregivers’ distress.
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Chang and colleagues (2010) found 97% of dementia caregivers improved in 
their knowledge after participating in a booklet feedback study, using a questionnaire 
asking participants on their thoughts and reactions to the booklet. The results 
provided a strong indication that written information improves decision-making and 
coping skills. The booklet provided to the dementia caregivers included a section on 
eating, swallowing and weight loss. They found sections that were useful although 
did not specify which and 86% of caregivers noted that this type of information 
should be available to informal caregivers, whether it be through a website or another 
method. Other methods mentioned by the caregiver were to have information 
availability in pharmacies, health centres or local libraries. In addition, 72% of 
caregivers indicated that information on caring was needed at the onset of dementia 
or soon after diagnosis (Chang et al., 2010). Furthermore, other studies have found 
caregivers needing written information from the point of diagnosis until late stages of 
dementia. However, the material seems to lack in quantity and quality (Downs et al., 
2002).
Providing information to dementia caregiver provides them with the 
opportunity to make informed choices by raising their awareness of dementia 
progression and so in turn can improve satisfaction with the role as carer (Robison et 
al. 2009). However, caregivers receive little information from health professional 
from time of diagnosis. This can lead to feelings of being unsupported, confused and 
anxious (Robison et al. 2009). According to a review by Coulter, (1998), written 
information packages should be offered into educational strategies in order to 
provide healthy living by informing people how to develop coping skills and increase 
good and appropriate decision-making. These coping skills and decisions need to be 
considered as a process rather than a single point in time (Coulter, 1998), particularly 
with dementia caregivers as the illness progresses and carers need to adapt to 
changes (Wackerbarth, 1999).
According to Wackerbarth, it is important to receive information early in the 
care-giving process when dementia is at its mild stages. Therefore, future decisions 
can be made, as the carer progressively changes within their role and increasingly 
takes on the responsibility of care-giving (Wackerbarth, 1999). It is important for
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information to be distributed from early till late stages, as dementia caregivers’ needs 
change over time due to the progresses of the illness. This results in the constant 
need for caregivers to make progressive decisions (Fortinsky et ah, 1995). Improving 
the caregivers’ decision-making can increase their confidence and problem-solving 
skills (Pratt, Schmall, Wright & Cleland, 1985).
According to an Australian review on caregivers for people with cancer, it is 
important to know what to do and when to do it, and why. The information should be 
organised according to the types of problems they are likely to face and be structured 
according to the steps that must be taken to solve specific problems (Bucher et al.,
1999). This can be applied to dementia caregivers as the intensity of caring and 
elements of the progressive illness need to be tackled (Pinquart & Sorensen, 2003). A 
US study by Wackerbarth and Johnson (2002) found most written information and 
support is provided by the Alzheimer Association and that the family caregivers 
interviewed preferred specific rather than general information on certain areas, such 
as financial issues or health care. According to health education studies, information 
that is tailored to meet the unique requirements of an individual is more effective 
than generic information (Kreuter, et al., 2000). This aids the person to make direct 
behaviour changes in an area where they need help or guidance (Kreuter, et al.,
2000). In particular, information booklets have been used in medical areas, such as 
colorectal cancer and palliative care and have shown to successfully informs and aids 
decision-making (Chang et al., 2010). Information booklets have demonstrated that 
they are useful tools in relaying information. However, despite all these positive 
attributes, little research has gone into providing food-related information in 
particular at home for those caring for people with mild dementia (Holm &
Soderhamn, 2003).
Although nutrition education for dementia caregivers has been recognised as 
important, there is still little research in this area (Keller, et al., 2008). A Canadian 
study by Keller et al (2008) investigated written food-related care material that was 
available to dementia caregivers. They discovered that there are few resources 
available on this topic, particularly with food preparation. However, some included 
topics such as appetite and eating behaviour changes, dining out, healthy eating and
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simplifying cooking. Most of the material was created by the Alzheimer Society of 
Canada and few participants used the internet. They found that there were few 
materials of high quality and that there was a need for developing good resources to 
demonstrate exactly how material on food and nutrition are necessary to help the 
caregiver. Their study emphasized the importance of providing accessible resources, 
focusing on the information that helps to inform caregivers. Overall, dementia 
caregivers who receive specialised and accurate nutrition information early on, found 
them helpful in maintaining control and enabling them to make appropriate 
decisions, which in turn can reduce stress and increase satisfaction with life (Chang 
et al, 2010; Higgins & Barkley, 2004; Wackerbath, 1999).
2. Aim
To investigate the content and availability of food and dementia written information 
for informal caregivers.
2.1. Inclusion and Exclusion Criteria
Inclusion criteria were written information (i.e. written material) directed to informal 
caregivers, people with dementia, and health professionals. These inclusions were 
selected on the basis that the material would be seen as a useful and helpful tool for 
informal caregivers and care-recipients, helping them learn about dementia 
progression and food care management and potential changes one can make to 
manage dementia progression. Written information was chosen in the form of books, 
booklets, leaflets, websites and factsheets. Exclusion criteria were written 
information that was not suitable for lay readers, such as academic journal articles. In 
addition, magazine, newspaper articles and general information on food were 
considered in the exclusion criteria. Internet searches were carried out using Google 
as this would be readily accessible to informal caregivers. See Table 15 for a 
summary (pp. 148)
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Table 15
Summary o f  Criteria
Inclusion criteria Exclusion criteria
Directed to informal caregivers, people 
with dementia, and health professionals
Unsuitable for lay readers
Books, booklets, leaflets, websites and 
factsheets
Academic journal articles
Magazine, newspaper articles and 
general information on food
2.2. Procedure
Written information was collected through visiting, calling and emailing target 
locations over a period of three months. Locations were contacted for food-related 
material that focused on people with dementia and their caregivers. These locations 
were mainly hospitals and dementia departments around London and the UK. 
Enquires were made to five London hospitals, two clinics and three charity 
organisations. Other areas targeted were pharmacists, local libraries, community 
(health) centres and General Practitioners’ practices.
Emails were sent to dementia and nutritional organisations asking them to 
help locate information materials on food-related care and dementia. The researcher 
received helpful responses, links, and suggestions of where to find these materials 
(example of email response, see Appendix 16). Once the available material was 
collected, it was then analysed using Thematic Analysis. Themes for each material 
were found through analysing the content and were put into a table. This was 
followed by analysing thematically across all written material.
2.3. Justification of Methods
A qualitative method (Thematic Analysis) was selected to analysis a group of written 
materials that were collected. These focused on people with dementia and their 
caregivers concerning nutritional information, food care management in shopping,
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preparation and eating. The most common of these areas needs to be investigated in 
order to reveal what information is available for caregivers and people with dementia 
and what is lacking. Using a qualitative method (Thematic Analysis) will present a 
better understanding of what kind of information is being provided. A Thematic 
Analysis will depict what topics were discussed and how they are presented.
The disadvantage of using just this method is that it is not testing for the quality of 
the material. There are methods that assess the quality of the material. These methods 
have been used previously written information audits, using check lists, such as the 
IPDAS (international patient decision aid standards) tool or the DISCERN 
instrument (Chamock et al., 1999; Holmes-Rovner, 2007). These checklists measure 
the criteria of what is considered a good quality and a good standard piece of 
informative material. However, these traditional methods were not felt suitable for 
investigating materials available for informal caregivers, as it would be difficult to 
assess what is good quality without having a specific material to compare it with.
In order to assess written information, the researcher had to ensure that they were 
accredited. For example, accredited information was considered if  they were reliable 
written information from a known organisation e.g. the Alzheimer’s Society. All 
written material relating to this area was collected based on availability and 
accessibility to informal caregivers and which could be read and understood by lay 
people.
3. Results
A total of 13 written materials were found. Out of the 13 material, 11 of these 
concentrated solely on food care, while others had a small section dedicated to food 
care. Two written information material focused on one specific topic, these were 
difficulties in swallowing and eating out. Table 16 (pp. 150) indicates who the 
information was aimed at and what type of material it was. This was judged as the 
majority of material indicated who the information was aimed at, and material was 
differentiated by size and layout of document, i.e. factsheet consisted of up to three 
pages, booklet up to 40 pages and generally A5 in size, a book over 40 pages and 
generally larger in size. The material was mainly aimed at informal caregivers with a
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total of 92% and was mainly booklets with a total of 46%. All material was from 
reliable sources, either from dementia or health care organisations with 46% 
published by the Alzheimer’s Society.
Table 16
Format o f  M aterial and Targeted Audience
Format of material Reference number Total number
Booklet 1, 3, 5, 6, 7, 14 6
Website 13 1
Factsheet 4 ,8 ,9 ,1 0 ,1 1 5
Book 2,12 2
Target audience Reference number Total number
Informal caregivers 1,2, 3,4, 5, 6, 7, 8, 9,10,11,
12
12
Health professionals/ 
formal caregivers
2, 7, 13 3
People with dementia living 
alone
7, 10 2
References: (1) Alzheimer’s Dementia Care & Research (2008); (2), Crawley & Hocking (2011); (3) 
Department of Health, (2005); (4) Alzheimer’s Society, (2008); (5) Alzheimer’s Society, (2005); (6) 
Alzheimer’s Society, (2007); (7) Alzheimer’s Society (2008), (8) Alzheimer’s Society, Eating and 
Dementia, (9) Alzheimer’s Society, (2009); (10) Norfolk NHS, (2012); (11) Coleman, G. (2010); (12) 
NHS, (2009); (13) SCIE, (2010).
3.1. Thematic Analysis Results
The overall content of information in written material found was to inform the reader 
of dementia progression and the effect it has on food-related processes. In addition, 
they demonstrated ways of reducing stress through providing coping techniques 
information. Five main themes were found, each involving dementia progression and 
the effect it has on food-related processes. These were: (1) changes in appetite, (2) 
changes in food preparation, (3) methods of eating, (4) eating out, (5) dental health 
and swallowing difficulties. In addition, each theme consists of what advice was 
provided to cope with these changes.
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3.1.2. Changes in Appetite
The majority of material described the appetite of a person with dementia. This 
material described how people with dementia are affected by alterations in their 
appetite, resulting in weight change. A person’s appetite can be poor; they can 
experience changes in their tastes for food or eat more than usual. Emphasis was 
placed on describing the risks of under-nutrition that may occur in a person with 
dementia.
‘People with dementia are often very thin. The dementia itself may cause 
unexplained weight loss but it is more likely to be due to not eating enough 
(inadequate food intake), for which there are many causes. For some people, weight 
loss may be due to the increased energy (calorie) requirements caused by pacing 
constantly. ’ (Caroline Walker Trust, 1998, pp.24)
There were various suggestions given on maintaining a healthy weight and a 
balanced nutritional diet. These were by keeping food visible, encouraging snacks, 
adapting to appetite changes and providing small but frequent meals. Caregivers 
were encouraged to be flexible to care-recipients’ needs. Suggestions were given on 
how to present smaller portions and emphasize the importance of providing enough 
fluids. In addition, seeking professional support from a general practitioner or 
dietician was advised. Step-by-step advice on how to reduce problematic behaviour 
and increase enjoyment when eating was given:
‘Tips: helping a person with dementia to eat well: don't feel you need to prepare 
elaborate meals -  it is probably better to devote your energy to ensuring that the 
person eats and enjoys their food. I f  the person is restless or has a poor appetite they 
may findfrequent small meals or nutritious snacks more tempting than large meals. ’ 
(Alzheimer’s Society, 2008, pp.3)
3.1.3. Changes in Food Preparation
The material that consisted of changes in food preparation was primarily concerned 
with safety in the kitchen, particularly when describing food preparation and people 
with dementia living alone. This covered areas such as, potential dangers using
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kitchen appliances or eating out of date food. Other aspects described included losing 
the ability to cook even simple meals and highlighting informal caregivers who may 
be unfamiliar with cooking and preparing food:
‘The ability to cook even simple meals may be lost. Just buying food and keeping it 
fresh may be beyond their capacity. They may eat food that has gone bad or, in some 
cases, even pet food. The gas cooker may be switched on and left until pots may be 
left to burn. Poor physical co-ordination can lead to burns and scalds or cuts from  
utensils. ’ (Department of Health, 2007, pp.69)
Suggestions were ordering meals-on-wheels as an alternative to cooking and 
reducing difficulties for informal caregivers who may not be familiar with preparing 
meals. In addition, caregivers were advised to buy cookery books for beginners in 
order to help them build confidence in food preparation. Other suggestions were 
given on coping with dementia progression in the kitchen, such as fitting taps and 
fire alarms to prevent dangers.
‘Remove sharp knives and other potentially dangerous utensils. You may need to visit 
daily to help or supervise -  or arrange for someone else to be there. Try to get the 
meals-on-wheels service to call) but check to see that the person knows how to open 
the container. You may need to put the food out on a plate for them i f  they don’t 
understand what the carton is for. ’ (Department of Health, 2007, pp.69)
3.1.4.Methods o f  Eating
Many publications that contained information on methods of eating dealt with 
physical impediments to eating, such as the inability to use cutlery. Difficulties in 
coordinating a knife and fork make the whole eating experience frustrating and slow, 
as people with dementia are likely to spill drinks or drop food while eating. People 
may become agitated when trying to eat with cutlery that is difficult to manage.
Many aspects of difficult behaviour when eating were described, for example:
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‘Some want to start on the next meal as soon as they finish one. They may lose their 
table manners and become messy in their eating habits. They may have difficulty 
using cutlery. Eating certain foods can be a problem particularly i f  someone’s 
dentures don’t f i t  well. Too little to drink causes dehydration. This can cause 
constipation and make the person exhausted and more confused. (NHS, pp. 56)
Caregivers were advised not to discourage independence or prevent people 
feeding themselves. Information on providing a good environment during mealtimes 
was highlighted. This was done by giving people with dementia plenty of time to eat, 
either alone or in the company of others, providing a calm and relaxed environment 
and encouraging independent eating through assisting and prompting them. Finger 
foods, were suggested as they are easy to eat and make in advance, thus helping keep 
independence. Gaining support from friends and family is helpful to informal 
caregivers as it reduces stress.
“Give people plenty o f time to eat and provide alternative places to eat i f  they 
become agitated at the dinner table. Some people prefer to eat in company while 
others like to eat alone. ” (Alzheimer’s Society, pp. 13)
S.l.S.Eating Out
The material covering eating out, described eating outside the care-recipient’s home, 
mainly in restaurants. Accounts were made in order to build up a picture of what 
factors seem to encourage informal caregivers and care-recipients to go out for a 
meal, what issues they identify as causing particular problems and some changes 
over time in their attitudes about whether going out to eat is still feasible or 
rewarding. In addition, caregivers would express intimidation when out with the care 
recipient due to their difficult behaviour, which would be embarrassing for the 
caregiver.
‘Others recounted various difficulties that seemed to make the experience o f going 
out no longer enjoyable for the person with dementia. These included their relative, 
feeling extremely anxious, not eating or becoming aggressive. ’ (NHS, pp. 26)
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Suggestions were made to help informal caregivers, such as encouraging 
them not to be afraid, to explain to staff when dining out and to invite along 
supportive friends and family. It was emphasized that social settings can be 
enjoyable, due to having a change of environment. Dining out was described as a 
great reward but one which could become increasingly difficult as dementia 
progresses.
‘When eating out, explain to staff and other diners what difficulties the person with 
dementia has. This can help people to tolerate and understand unusual behaviour. 
Eating out with understanding friends can also be supportive. ’ (Alzheimer’s Society, 
PP. 11)
3.1.6. Dental Health and Swallowing Difficulties
The material that consisted of information on dementia health and swallowing 
difficulties, described poor dental health or ill-fitted dentures affecting a person’s 
ability to chew or eat certain food. It informed the reader on swallowing problems a 
person with dementia may experience and symptoms that occur, such as, coughing 
when eating and drinking due to food textures.
‘Swallowingproblems caused by dementia usually occur when the person is in the 
later stages o f  the disease. They can also be a result ofphysical ill health or be 
caused by side-effects o f medication, which can occur at any stage o f the dementia. ’ 
(Alzheimer’s Society, 2009, pp. 14)
Suggestions were made, such as cutting food into smaller pieces and being 
aware of the texture of food. Checking with a dentist or dietician, and adequate and 
regular brushing of teeth was recommended. In addition, maintaining a varied and 
well-balanced diet assists with any teeth, gum or swallowing difficulties.
‘I f  a person with dementia has difficulties swallowing they may not be able to tell 
you, however you may notice some o f the following: Repeated coughing, throat 
clearing or choking after swallowing food or drinks, a wet sounding voice after
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swallowing, a reluctance to eat and drink or simply not swallowing food and drinks. ’ 
(SCIE, 2009, webpage).
4. Discussion
From this audit, 13 written materials have been found. Through using Thematic 
Analysis, five themes have emerged, these were: (1) changes in appetite, (2) changes 
in food preparation, (3) methods of eating, (4) eating out and (5) dental care and 
swallowing difficulties. The present study’s emergent themes revealed that the 
majority of information published was in the area of eating, some on food 
preparation and least on food shopping. This reflects greatly on past research 
whereby the majority of studies focused on dementia progression, eating and 
nutrition. The results from this study indicate similar findings to that of Keller and 
colleagues’ (2008) qualitative study, in which eating behaviour (change in appetite) 
was covered. Food preparation (stove and cooking safety) was limited and food 
shopping was not discussed at all. Nevertheless, as Study la  and 2 have indicated 
that there are many changes with the caregiver and recipient food roles in shopping 
and preparation, therefore these areas are equally as important to be included in the 
material. Furthermore, information on dental health and swallowing difficulties was 
an area that has not been discussed much in past research, particularly with 
swallowing in early onset dementia (Chang et ah, 2010). From Study la  (Chapter 2) 
areas such as changes in appetite, food preparation, methods of eating and eating out 
were discussed but dental health and swallowing difficulties were not discussed by 
participants. However, in the material found, it was described as a progressive issue 
in dementia and detailed advice was given for caregivers to develop their coping- 
skills. Swallowing difficulties would be an area for later stage dementia, possibly 
institutional care rather than home-based care (Chang, et ah, 2010; Keller et ah, 
2008).
Overall, the material found in this study covered a wide range of topics 
within food-related care. The majority of information concentrated with the eating 
environment and ways of coping with behaviour and physical decline of a person 
with dementia. From the material found, it is clear that care-recipients’ difficult
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behaviour in food-related processes and their inability to manage these processes are 
major areas that need to be addressed by the caregiver. Addressing behavioural 
issues in the food domain using written material, educates the caregiver in a focused 
area of food-related care and introduces opportunities for them to make informed 
choices. This is because it raises awareness of what may happen during this process 
(Chang, et al., 2010; Fortinsky, et al., 1995)
Written material provides caregivers with an opportunity to be able to go 
back and reflect once read, so not only are they aware of what might happen but can 
revise the material again at a later date when a specific incident occurs (Scott, 2004). 
As the written material from this study provides advice, coping development and 
decision making tips, they can enable the carer to understand the best way to adapt to 
progressive changes. According to previous studies, providing advice increases 
knowledge and confidence, the caregiver experiences less stress and an increasing 
satisfaction with life (Higgins & Barkley, 2004; Wachabarth, 1999). From this study 
the availability of written material was limited, although methods of locating the 
information was broad, as it was collected from a wide range of locations, such as 
websites, local libraries and from the Alzheimer’s charity organisations.
As found in a study by Chang et al., (2010), the majority of material from this 
study was from the Alzheimer’s Society. In addition, this supports a study by Wacker 
and Johnson (2004), who also found that the Alzheimer’s Association was the main 
common source of information for informal caregivers. This indicates that it is 
mostly charity organisations that are producing this type of informative support. Less 
successful findings were in health professional locations, such as in general practices 
and chemists. This coincides with Robinson and colleagues’ findings (2009), that 
little information is received from health professionals as few materials were found . 
in these locations. This needs to be addressed as health practitioners are able to 
administrator written information from point of diagnosis and therefore, can prepare 
both caregiver and recipient with the background to initiate and develop good coping 
skills, as well as making them feel supported and putting them at ease (Robinson et 
al., 2009). Even though written information has been proven beneficial for adapting 
to a healthy lifestyle (Coulter, 1998) and that making it available through health
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services, such as GP practices and pharmacies, has shown to be more effective than 
generic information in helping people make behaviour changes (Kreuter et ah, 2000), 
this study has found limited written information at these health service locations.
The material in this study provided information on food and dementia 
catering for those caring for mild to severe stages of dementia, therefore indicating 
that there is demand for food care information throughout the progression of 
dementia. This supports the concept by Wackerbarth (1999), as providing 
information at the point of diagnosis can help caregivers make positive changes and 
decisions to prepare for future events as the recipients’ abilities decline.
From the results of this study that for the majority of information on dementia 
progression and food care was given in detail but in addition to this, advice on 
managing this progression in food care was included. This can help the caregiver to 
develop strategies to manage his or her situation, difficulties in care-recipients’ 
behaviour and changes of food roles. It can contribute to informal caregivers’ sense 
of control over the situation by raising awareness of his or her behavioural, as well as 
of emotional reactions to changes that might occur in the role as carer (Pratt et ah, 
1985). As it has been found that specific information on nutrition practices improves 
quality of life (Higgins & Barkley, 2008), it can be suggested that these main themes 
provided by the material found are the most important areas of food care. The 
material is developed mostly for informal caregivers in booklet form. This may be 
due to information booklets being an acceptable communication aid for relaying 
information and are seen as useful in supporting decision-making (Done & Thomas,
2001). In contrast with books or factsheets that may provide an overwhelming 
amount of information or too little information. Future research on both the areas of 
food care and format of information material still needs to be investigated further 
from the informal caregivers’ perspective.
5. Limitations
The limitations to this study, are that although the majority of written material 
found concentrated solely on food, there was also written material that
159
provided general information on dementia and care and only had a small 
section of food. Nevertheless, these were included into the analysis, as the 
availability of information material in this area was scarce. In addition, it gave 
an overall account of what caregivers would find when inquiring about food- 
related care and dementia.
6. Implications
From this audit, the results reveal that the majority of information published is 
in the area of eating, some on food preparation and least on food shopping.
This supports previous research that most information that is available is on 
dementia progression, eating and nutrition. The five themes found from this 
study imply that this is what is considered by the organisations producing the 
material as important. However, as few studies have investigated what food 
and dementia information is considered important (Keller et ah, 2008), this 
concept is limited.
Another implication from this study is those caregivers’ experience 
behavioural food-related problems from the care-recipients, which affect their 
ability to manage food-related activities. This important area has been 
addressed in the majority of the material found, along with advice for 
caregivers to make informed decisions on managing the increasing 
responsibilities in food-related care. Thus, implying that written material does 
not only describe dementia progression and food-related problems encountered 
but includes information to develop new coping skills, that in turn can help to 
reduce potential stress and can better their quality of life.
The majority of the written material was found from charity 
organisations, indicating that there are limited amounts of specialised 
information in general practices and other health professional centres. This is 
an important point to raise, as providing written material early on helps 
caregivers to adapt to their new role better (Wackerbarth, 1999). The written 
information found was mostly for informal caregivers in booklet form, which
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implies that information booklets are supporting the concept that this is the 
most acceptable communication aid that allows information to be relayed 
(Chang et ah, 2010).
7. Conclusion
The previous study (Study 2, Chapter 4) has suggested that seeking food and 
dementia information and education is significant with caregivers’ satisfaction with 
food-related life. Therefore, an audit of information materials in this area was 
conducted to find what topics were covered and the availability of this information. 
From the analysis five main themes emerged, these were: (1) changes in appetite, (2) 
changes in food preparation, (3) methods of eating, (4) eating out and (5) dental care 
and swallowing difficulties. The main source of information available was from the 
Alzheimer’s Society and came in a booklet format. Even though, written information 
has been suggested to be beneficial for adapting to a healthy lifestyle and that 
tailoring information material has shown to be more effective than generic 
information in helping people make behaviour changes, there are still limited 
information materials available for informal caregivers within the health care system.
Towards an understanding of food-related processes and dementia 
progression from informal caregivers’ perspectives, it has been found from Study la  
and 2 that informal caregivers adapt to changes as dementia progresses more in food 
shopping, preparation than eating. From Study lb food and dementia information and 
support services are acquired by most carers to enhance their food role and 
satisfaction in this role. The questionnaire from Study 2 indicated that there is a 
relationship between informal caregivers’ seeking food and dementia information 
and education and satisfaction with food-related life. From this study the analysis 
from the content that was found in the written material revealed that the majority of 
information published was in the area of eating, some on food preparation and least 
on food shopping. Therefore, the next study will investigate a food and dementia 
booklet from the results found so far and caregivers will have an opportunity to 
feedback on their thoughts on the content and usefulness of the booklet.
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CHAPTER 6
Study 4: A Think-Aloud Booklet Feedback on Food and 
Dementia: From Informal Caregivers9 Perspective
From the previous chapters it has been demonstrated that seeking information in food 
care is beneficial towards satisfaction with food-related life for caregiver and care- 
recipient. From the qualitative and quantitative studies (Chapter 2 to 4) it was found 
that although information on food and dementia is beneficial, availability of 
information material and support services are limited. The audit study devised 
(Chapter 5) found few materials on food care and dementia, particularly covering all 
three food processes (shopping, preparation and eating) for informal caregivers. 
Therefore, a Think-Aloud booklet study was devised to compare an already 
published booklet found from the audit study (Study 3; Chapter 5) to that of a newly 
designed booklet comprised from information found from the audit study and 
information from the qualitative study (Study la).
1. Introduction
Food-related activities become problematic even for those with mild stages of 
dementia (Holm & Soderhamn, 2003). The main food-related activity that has been 
studied is nutrition difficulties and weight loss, as well as behavioural difficulties 
during mealtimes (Holm & Soderhamn, 2003). As a result, caregiver and people with 
dementia experience much distress due to the cognitive and behavioural decline in 
the food domain (Bilotta et al., 2010). Assisting informal caregivers in obtaining 
accurate information, then applying it to food practices, holds many benefits for 
improving their own quality of life (Higgins & Barkley, 2004). Therefore, by 
receiving specific, as oppose to general written information about health, increases a 
person’s knowledge in the area of interest and studies have shown this to be more 
effective in helping people make behaviour changes and gain an overall satisfaction 
with life (Bull et ah, 2001).
162
It is important to be able to provide understanding arid environmental support 
to maintain and improve food habits by providing accurate and useful information 
(Rivière et al., 2001). Hard copy print resources have been identified as a preferred 
method to deliver information on food and dementia to informal caregivers (Keller et 
ah, 2008). Therefore, evaluating the effectiveness of a booklet intervention will show 
what impact educating a caregiver in food-related care has on them.
Many studies in health practice, (e.g. Buetow & Coster, 2001; Hoffmann et 
ah, 2007) who ask patients what their preferred methods of receiving information are 
have indicated that written material is most beneficial as they are able to refer back to 
it at a later date. In particular, written material is beneficial, coinciding with training 
and education programmes or as a standalone piece of information (Aslani,
Benrimoj, & Krass, 2007). Furthermore, the benefits of developing information 
booklets for health care providers and to educate those in need are that they are low 
in costs (Coudeyre et ah, 2007). Therefore, providing these food-related booklets to 
dementia caregivers can be economical, beneficial and effective in changes with their 
lives, as long as they are appropriately written for lay readers (Keller, et ah, 2008).
Interventions that educate dementia caregivers from early on in the illness is 
scarce as most have concentrated on the severe stages of dementia and that of formal 
care, e.g. in institutions or training for nurses (Hepburn, Tomatore, Centre &
Ostwald, 2001; Watson & Green, 2006). Therefore, it is important that informal 
caregivers who are in need are assisted by educating them to adjust to their care- 
giving role from the start (Brodaty, et ah, 2005). Most studies consider written 
information as an intervention within its own right as it has the ability to change 
dementia caregivers’ cognitive and behavioural patterns. However, this material have 
lacked in quantity, quality and availability (Downs, et ah, 2002; Keller et ah, 2008), 
and in particular regarding food-related care material (Keller et ah, 2008). In 
developing written material for dementia caregivers, it is important to uncover not 
only what information they need but also how the information can lead to 
behavioural changes (Thompson et ah, 2007; Washington, Meadows, Elliott & 
Koopman, 2011). Education interventions change a person’s cognitions, which are 
then considered to lead to behavioural changes (Hudson, Aranda & Hayman-White,
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2005). Education interventions that primarily aimed at developing the role of the 
caregiver, has found to be more beneficial than those focusing on decreasing the 
burden of caregivers (Hudson et ah, 2005).
Stress and coping models by Lazarus and Folkman (1984), or Pearlin and 
colleagues (1990), suggest stressors caused by changes in care-recipients’ behaviour, 
leading to new and often disruptive behaviours, influence the care-giving situation. 
This behaviour requires caregivers to take on new roles and make new decisions. The 
satisfaction with life for both caregiver and person with dementia is achievable even 
when there is a lot of distress, due to two basic factors: the resources they have; 
including family and formal services and the caregiver’s knowledge, skill, outlook 
and ability to handle the situation. A model by Ostwald et al., (2003) has been 
developed to incorporate all of these elements (see Figure 6).
Sense of  M astery
The Care-giving Situation
Resources:
Caregiver Personal Skills:
Knowledge, Skill, Outlook, 
I Caregiver 
Outcomes:
Negative
Stressors:
Patient 
Condition and 
Behaviours, 
D em ands of 
Role,
Decision-
Making
(burden, etc.)
& Positive 
(reward)
Patient
Outcomes:
Negative
Family
/Form al
Services
(d is tress)^
Posit ive  
Q u a l i ty  o f  
Life
Stressors Stress Mediators > Outcomes
Figure 6. Mediation Model for Caregivers and Patients with Dementia. 
(Ostwald, Hepburn & Burns, 2003)
164
From Ostwald and colleagues (2003) theory, the resources, otherwise known 
as stress mediators, can benefit the caregiver to increase their knowledge, master new 
skills and have an overall positive outcome with life. This following study will 
explore a two- booklet study, introducing dementia progression and the effect it has 
on food-related processes. This will be to examine how participants perceive this 
particular mediator and if they believe it can have an impact on informal caregivers’ 
personal skills and overall outcome. A Think-Aloud method was selected for this 
study as it best evaluates the thought process of participants receiving this specific - 
written information, whereby instant feedback and reflection is needed (Carr, 2002). 
Think-Aloud requires a reader ‘to stop periodically, reflect on how text is being 
processed and understood and relate orally what reading strategies are being 
employed’ (Baumann, Jones & Seifert-Kessell, 1993, pp. 185). In addition, Think- 
Aloud methodologies are recognized as a beneficial technique as it collects data that 
can find psychological mechanisms and ways of thinking that reveal human problem­
solving activities with regards to specific tasks (i.e. problem solving and reading) 
(Yang, 2003). Therefore, this study will be using this methodology.
2. Aim
The aim is to explore the extent to which a standard written information booklet on 
dementia progression and food care (mainly on eating) compares to a newly 
developed booklet on dementia progression with all aspects of food care (shopping, 
preparation and eating): From informal caregivers’ perspectives using a Think-Aloud 
methodology.
3. Method
Ethical approval was obtained through University of Surrey (see Appendix 17).
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3.1. Participants
A total of 20 participants were recruited: ten were given a standard booklet (booklet 
1) and ten a newly written booklet (booklet 2). The number of participants recruited 
was sufficient, as the data collected were interview-based, and were therefore rich 
and in depth (Kuper, Reeves & Levinson, 2008). All participants were informal 
caregivers of people with dementia involved in their food-related care. Participants 
from Study 2 (Chapter 4) had provided these contact details on the questionnaire, 
therefore providing consent to take part in a follow-up study. This enabled the 
researcher to recruit participants fairly quickly, as rapport had already been built and 
he or she had already shown interest in the topic of the study. The researcher sent a 
letter inviting previous participants for an interview/Think-Aloud session (see 
Appendix 18).
3.2. Design and Materials
A two-booklet Think-Aloud measure comparing different written information on 
dementia and food-related care was tested. A standard booklet and a new booklet 
were used for this study. The standard booklet, titled Foodfor Thought, which the 
researcher referred to as ‘booklet 1 ’, was produced and distributed by the 
Alzheimer’s Society (see Appendix 19). This standard booklet was chosen as it 
provided information on all the main themes found from the audit study (Chapter 4). 
Therefore, booklet 1 was selected as being a good example of a piece of written 
information on food-related care that is currently accessible for informal caregivers 
of people with dementia.
The newly written booklet, booklet 2 (Appendix 20), included information 
from the standard booklet, as well as information found from the qualitative study 
(Study la) in Chapter 2 (from the main themes found in the analysis e.g. purchasing 
food and decision-making difficulties).The results from Chapter 2 gave an account of 
caregivers’ experiences with food management. The main topics were included in 
booklet 2, such as selecting and buying food and taking on a new role in food
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preparation. The information was organised to inform caregivers of all three-food 
processes (shopping, preparation and eating). In addition, quotes of informal 
caregivers were taken from the results of Chapter 2 and were used in booklet 2 to 
provide a personal account of how caregivers experience specific situations in 
dementia progression and food management. (See Table 17 for a detailed comparison 
of both booklets, pp. 166).
3.3. Procedure
Each participant was briefed on what a Think-Aloud process entailed and they were 
then asked to reflect by talking aloud on any thoughts that came into their mind while 
reading the booklet. Very general instructions were given, simply to ‘think aloud’, 
and to ‘verbalise everything that passes through your head’ (Banning, 2008). 
However, questions and prompts were used in order to provide meaningful data and 
reduce rambling discourse. No set time was scheduled for prompts; instead, they 
were raised as appropriate with each participant. An introduction and prompt sheet 
was kept and read through to each participant (see Appendix 21). A short feedback 
interview was concluded at the end of the Think-Aloud session, asking question such 
as, “What are your thoughts on the layout, length o f booklet and quotes? ” (see 
Appendix 22). The stage of dementia of each care-recipient was noted by the 
relevant caregiver. None of the participants’ names were used; pseudonyms were 
used in their place, keeping all participants anonymous (see Table 18, pp. 167).
3.4. Analysis
Thematic Analysis was selected as an appropriate means for exploring the Think- 
Aloud interviews. Thematic Analysis was able to highlight important areas 
discussed. All interviews were audio recorded and transcribed. The length of the 
Think-Aloud interview was variable, from 20 to 40 minutes, depending on how 
much the participant had to say. The transcripts from booklet 1 and 2 were analysed 
thematically and coded separately. The main themes for each booklet were then 
compared to give an overall result.
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3.5. Justifications of Methods
The Think-Aloud method was selected as it was important to gain the initial reaction 
from each participant to the booklet provided. This captures the participant’s initial 
thoughts to what they found useful or interesting, what they could relate to or not 
relate to. This method may be difficult for some participants, as they will need to 
read and react aloud at the same time. However, if other methods were used such as 
an unstructured interview after the booklet is read, they may incorrectly describe 
what they have just read and they feelings towards it. As Ericsson and Simon (1993) 
have noted, it is preferable to collect data in this manner as it is from the short-term 
memory, in contrast with long-term memory that may be tainted by perception.
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Table 18
Participants and Recipients Demographics
Booklet 1 Pseudonym Name Relation to 
Person with 
Dementia
Stage of 
Dementia
Male or Female 
caregiver
1 Tim Grandson Mild Male
2 Jean Wife Severe Female
3 Peter Son Severe Male
4 Maggie Daughter Moderate Female
5 Fred Husband Severe Male
6 Henry Husband Severe Male
7 Sheila Wife Moderate Female
8 Dean Husband Moderate Male
9 Sam Husband Severe Male
10 Andy Husband Severe Male
Booklet 2 Pseudonym Name Relation to Stage of Male or
Person with Dementia Female
Dementia caregiver
1 Gina Friend Severe Female
2 Chris Grandson Moderate Male
3 Phil Partner Moderate Male
4 Kerry Wife Moderate Female
5 Neil Husband Moderate Male
6 Ian Husband Moderate Male
7 Mary Wife Moderate Female
8 Abigail Wife Moderate Female
9 Ted Husband Severe Male
10 Laura Daughter Moderate Female
4. Results
From the Thematic Analysis, ten themes were found overall (see Table 19, pp. 168). 
Five of the same themes were found in booklet 1 and 2 (i.e. safety in kitchen, food 
intake, drink intake, eating out, benefits of layout and written material). The theme 
dental care was found only from the participants who read booklet 1 and four themes 
were found only from participants who read booklet 2 (i.e. food shopping, driving, 
decision-making, weight change). Each theme consists of participants’ feedback of
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their strategies in coping with food and dementia progression, concerns they have 
due to dementia progression and affect it has on their behavior, their physical and 
psychological well-being.
Table 19
M ain Them es fro m  B ooklet 1 an d  2
Booklet 1 Booklet 2
1 Dental care
2 Food shopping
3 Driving
4 Decision-making
5 Weight change
6 Safety in kitchen Safety in kitchen
7 Food intake Food intake
8 Drink intake Drink intake
9 Eating out Eating out
10 Benefits of layout 
and written material
Benefits of layout and 
written material
4.1. Findings from Booklet 1 Only
41.1. Dental care
Dental care was discussed by participants in booklet 1, and not in booklet 2. Most 
participants emphasised that dental care and hygiene are difficult tasks to manage. 
Caregivers would have to prompt the care-recipient to brush their teeth every 
evening, which would result in the person with dementia becoming aggressive:
“Regularly cleaning o f teeth is an absolute nightmare. He no longer uses an electric 
toothbrush. I  put the paste on the brush and he says why? But i t ’s a nightmare. And i f  
he doesn’t want to then a couple o f times he can turn physically aggressive.” (Jean -  
booklet 1)
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For the majority, going to the dentist would be difficult but for a few, regular 
checkups were fine: “Yes, we have a good dentist and she has a hygienist, twice a 
year. Therefore, she is in good condition. And she brushes them herself. ” (Maggie -  
booklet 1)
4.2. Findings from Booklet 2 Only
4.2.1. Food shopping
Participants described rapid deterioration with food shopping in care-recipients and 
therefore agreed with the statement in the booklet: 'At the very early stage o f 
dementia the person may decline rapidly in their ability to shop for food and drink. ’ 
(Appendix 20, pp.293)
Food shopping was discussed and highlighted as an important area of discussion, 
equal to preparation and eating. In particular, food shopping was discussed in the 
same light as preparing and eating, with regards to experiencing difficulties early on 
in dementia care. They recognised the importance of receiving advice and ways to 
manage with changes. Participants related to the information, suggesting that care- 
recipients may not recognise the need to go and purchase food or might over-stock 
on items previously purchased. The participants could relate to the emotional side of 
this behaviour, i.e. how it affects the caregiver and recipient psychologically. 
Participants would be concerned for the care-recipient and described the care- 
recipient as being confused and upset:
“This is for the early signs o f dementia, yes that could be quite something i f  they are 
over purchasing food. They might say, I  need this and I  need that, but then you 
realise they have tons o f it! ” (Gina -  booklet 2)
Positive and negative aspects of food shopping were discussed, as some regarded 
food shopping as a useful activity, i.e. providing a trip out. Others disagreed, as they 
would encounter difficulties with the person with dementia and therefore, would 
prefer to shop alone:
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“/  don ’t agree that it makes a bit out o f a trip for both o f us, as i t’s a nightmare 
making sure he doesn’t nick anything and also slows things down by about four 
times. ” (Neil -  booklet 2)
Caregivers agreed with the statement that he or she would generally purchase the 
same items as before diagnosis: “This is true that many caregivers maintain a 
similar diet as before and select the same food when shopping. You do, you stick to 
what works I” (Abigail -  booklet 2)
Participants mentioned that it was a relief to read that care-recipients in the booklet 
behave similarly to the people the participant is caring for and to a certain extent they 
were doing the right and ‘normal’ thing maintaining a routine even though changes 
in dementia were occurring.
4.2.2. Driving
Participants agreed that care-recipients stopped driving quite early after diagnosis. 
They discussed that the role of driving increased as dementia progressed and added 
burden to the participants as this was seen as additional responsibility. Both, female 
and male participants indicated that they adapted to changes in food shopping and 
driving well. The example below, demonstrates how driving can create additional 
burden to the caregiver:
“Decline with driving, strangely enough Peter made his own mind up and that was 
it. So many other husbands put up a fight but I  guess it is because their wives do not 
drive. I  always drove. So once the husband gave up they were stuck. However, I  had 
to do all the driving and he had no clue how to navigate, so he gave up. I  have 
cataracts in both eyes, so now I  am waiting. Although he loved driving, he just 
expected it. I  was surprised. ’’(Mary -  booklet 2)
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4.2.3. Weight Change
Most participants described the person with dementia as having lost weight since 
diagnosis. They were concerned about the weight loss and thought this area 
particularly important to emphasise. Participants discussed how they encouraged and 
prompted care-recipients to eat by choosing food that was familiar, presenting 
smaller portions and cutting food to make coordination easier. In addition, 
participants reflected on the information that providing smaller portions encouraged 
care-recipients to eat, as large portions would overwhelm the care-recipient.
“When choosing food you generally chose what they are able to eat and what you 
know so that is right. Ifind  I  have to cut everything up as he can’t use a knife so he 
has his fork and a spoon. ” (Kerry -  booklet 2)
Participants commented that the tips recommended for assisting in weight 
maintenance were good, especially for weight gain, such as, adding creams to food:
“The last section is on eating. My friend lost so much weight she needed cream with 
her meals and shakes. Nevertheless, gradually she started eating. That worries me i f  
they are not eating. Rice pudding and porridge is good i f  they are not eating right 
and putting cream in porridge. ” (Gina -  booklet 1)
There were some people with dementia who had gained weight: “I f  Thomas 
is eating something and stops half way through, I  try to encourage him to eat it. It is 
the opposite o f my friends ’ husbands where they are putting on weight. It seems to 
be 50- 50. Some have lost weight and some have put on weight. ” (Sheila -  booklet 1)
A steady weight was manageable for some, either by encouraging them to eat 
or monitoring their food intake as to maintain weight and not overeat:
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4.2.4. Decision-Making
The participants emphasised that he or she mainly decided which meal the care- 
recipient would have or alternatively give two options so as not to overwhelm the 
person with dementia:
“Choosing food i f  we were out, I  would give him a choice o f two dishes, fish and 
chips or shepherd’s pie. There is no good giving him a menu he has no clue. And 
because I  know what he likes, I  just choose it. ” (Mary -  booklet 1)
4.3. Findings from Booklet 1 and 2
4.3.1. Safety in the Kitchen
Participants agreed with the sections describing care-recipients hurting themselves 
with kitchen appliances and the burden caregivers’ experienced. They described their 
experiences of potential hazardous situations, as manageable, by forming strategies 
to maintain a safe environment, such as locking the kitchen door:
“She filled up the electric kettle and put it on the hob. Ifound her in a terrible state. 
So after that I  used to switch o ff the electric cooker so she could not do any damage 
to herself. ” (Andy- booklet 1)
A few female participants said that their husbands would never use the 
kitchen and consequently felt that there was no danger. Others felt that the care- 
recipient was in the mild stage; therefore it was too soon to be experiencing stress in 
the kitchen:
“I ’m not yet concerned about potential dangers using kitchen appliances. We are 
not at that stage. She will check very carefully whether the gas is off. ” (Ian -  booklet 
2)
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“It talks about staying safe. Although she is alright she wouldn *t think to mess with 
the gas or heating, nevertheless as a precaution I  lock the kitchen when I  go 
out. ”(Tim-booklet 1)
Some participants mentioned that they had difficulties in mild stages but as 
dementia progressed the care-recipients’ behaviour became more manageable. 
Participants reflected on incidents that happened and how she or he coped with the 
person with dementia. All participants were in agreement with the information on 
kitchen safety that was described in the booklet:
“She used to leave the oven on but now she doesn’t even get out o f the chair without 
prompting.” (Peter-booklet 1)
4.3.2. Food Intake
Feedback from both booklets suggested that those caring for people with mild to 
moderate dementia had not experienced many problems with food intake. However, 
those caring for people with severe dementia described difficulties they had 
managing food intake, including references to how he or she overcame those 
problems. Most participants perceived raising awareness for informal caregivers with 
regard to food and dementia an important area to focus on, particularly concentrating 
on dementia progression and managing changes in food behaviour when eating. All 
participants agreed with the statement in the booklet: 'Some o f the biggest challenges 
involve eating and drinking. ’(Appendix 19, pp.282, Appendix 20, pp.291)
The participants agreed that it was important to give tips on how to manage 
mealtimes and eating behaviour, such as, providing smaller plate portions. This was 
beneficial for the care-recipients, and helped maintain a healthy diet and routine.
The main concern discussed were care-recipients not having an appetite; however, it 
was found that once food was presented, the person with dementia would generally 
eat it:
176
“ With the food, sometimes she will say she is not hungry, so I  say that is ok you can 
eat it later and she will leave it there. Then I  walk out o f the room and come hack 
and she has eaten it. There is no discussion. ” (Maggie -  booklet 1)
Mostly the participants maintained the same diet as before diagnosis but agreed that 
there were changes in care-recipients’ food preference, particularly a liking for sweet 
foods:
“I  realised they can eat sweet things in one day hut not their main meal. Like apple 
pies but not the other foods. A food which she liked previously she now eats. 
Vegetables she eats now, but not before when she was living on her own. ” (Gina -  
booklet 2)
4,3.3. Drink Intake
Participants were concerned that the person with dementia did not drink enough, 
especially as the booklet mentioned drinking eight cups a day. However, contrary to 
this, caregivers expressed concern that eight cups may be difficult as those with 
severe dementia suffer from incontinence, and therefore need to limit their fluid 
intake.
“She drinks plenty but not eight cups as that would be too much and I  would end up 
cleaning up after her. But she gets plenty offluid and through her food and she gets 
moisture through the fruits and veg. She doesn’t have any problem drinking with 
cups so that is all fine .” (Dean-booklet 1)
Some participants found tips such as putting a glass of water by the side of 
the person with dementia useful:
“Eight cups o f fluid a day, well I  don’t think Peter gets that. That is quite good using 
a clear glass, that is quite interesting, so you can see what is mit. 1 must do that 
about drinking, making sure peter has a glass o f water by the side o f him, as I  am 
concerned that he is not drinking enough ” (Abigail -  booklet 2)
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4.3.4. Eating Out
A  few participants felt embarrassed about the care-recipient’s behaviour, such as 
wandering around the restaurant. Others talked about how the care-recipient would 
not feel comfortable to go out, especially when surrounded by many people:
“I f  there were too many people she would not like that. She fe lt out o f her depth. We 
went with my granddaughter for her 18th birthday. I  think there were 14 o f us. I  had 
to bring her home, as she fe lt completely overwhelmed. We used to eat out with my 
sister and as it was just the three o f us she was fine. ” (Ted- booklet 2)
Participants from booklet 1 and 2 said he or she would explain to others about 
the care-recipient’s condition if they were out, for example, in a restaurant. Most 
caregivers said that they enjoyed going out for a meal with the person with dementia 
and did not have a problem explaining to others about their situation: “Eating out,
I ’m with her all the time but I  generally say to people what is wrong with her. She’ll 
try and talk to them so I ’ll try and explain. ” (Fred -  booklet 2)
Overall, participants would go out with the care-recipient and enjoy their 
meal in a restaurant. However, incidents occurred during eating out such as throwing 
food on the floor:
“You see i f  I  say let’s go out for a meal, which is less frequent, because what a 
waste o f money and he says he would love to but then half the food gets thrown on 
the floor. Even when we have a smaller portion. Fortunately, not all the time because 
I  keep a close eye on him but he does it. ” (Phil — booklet 2)
4.3.5. Benefits o f  Layout and Written Material.
Participants discussed their first impressions of the booklets and noted that 
appearance was important to the caregivers. Both booklets were viewed as having a 
good layout; participants liked the colours and pictures. Quotes in each booklet that 
were taken from informal caregivers were seen as comforting to the participant, as 
this made them feel that they were not alone in experiencing food-related difficulties.
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Particularly booklet 2, as the quotes in booklet 2 is directly from what previous 
informal caregivers said from Study la. Therefore, participants from this study were 
able to see that others had experienced similar situations to their own and that the 
behaviour of other care-recipients was not so different from their care-recipients.
“I  think in the future there are tips there I  can pick on but at the moment it doesn Y 
affect us. It is good to know that things that she does are not that unusual and it is 
put in writing. Hike the booklet, its good. ” (Maggie-booklet 1)
Booklet 1 and booklet 2 were viewed as giving helpful guidelines, 
particularly as the participants have never received any written information in this 
area before. Participants were interested and felt they benefrtted from the information 
on food and dementia. However, participants from booklet 1 did notice that it was 
mainly directed for those people with dementia living alone, and even though it was 
not as detailed as booklet 2, participants still felt they gained good advice and 
support in this area.
There was a better response from the participants who read booklet 2, as they 
felt it gave more detail and was specifically directed towards informal caregivers:
“I  suppose life revolves around food. I t ’s curious that your book is on food, 
shopping, preparation and eating.... I  think you have put your fingers on all the 
basics that are a concern.... There are interesting points that you have brought up 
here. And it makes you recognise just how much we are dealing with. ” (Ian -  booklet 
2)
Participants were impressed by booklet 2 and most suggested it needed to be 
distributed to the Memory Clinic, and the Alzheimer’s Society. Most participants 
who read booklet 2 requested a copy as he or she felt it was useful and had a rich 
amount of information to refer back to:
“Hike the idea o f the problem and then the possible solution. That reads well I  think. 
Yes that is good I  like it. It is fu ll and it is good. You should put this out into the 
Alzheimer ’s Society. ” (Chris -  booklet 2)
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Participants thought the booklet was particularly useful for those caring with 
early stage dementia. However, some participants caring for those with mild to 
moderate stages of dementia did find some examples daunting and a bit extreme as 
they had not experienced such late stage issues and it concerned them as the carer 
may well experience these issues in the future.
“It is helpful advice but scary as we are not quite at this stage yet. It is hard to read 
as I  do not want to get to that stage. ”(Chris -  booklet 1)
5. Discussion
From the participants’ accounts it has been found that out of all the content from the 
booklets presented to them, (1) food shopping, (2) driving, (3) safety in kitchen, (4) 
food intake, (5) drink intake, (6) weight change, (7) eating out, (8) decision-making 
(9) dental care, were the most significant areas in dementia progression and food 
care. In addition, benefits of layout and written material were a main theme as 
participants commented on the information provided to them. These results support 
the findings from Study la  and 3 (Chapters 2 and 5) as similar results were found. 
From Study la  it was found that a progressive decline in all three food-related 
processes, from mild to severe stages of dementia were affected and in Study 3, the 
material found similar themes, such as, eating out and preparing meals.
The themes from this study represent the headings from the booklets, as these 
were the main areas of discussion. As booklet 2 was specifically divided into three 
food processes and contained more detail than booklet 1, more themes were found 
from the transcripts of interviews concerning booklet 2. Participants from booklet 1 
did.not discuss weight change, even though there was a section on food intake. 
However, weight change was written as a separate section in booklet 2, therefore was 
discussed, and as a result became one of the main themes for booklet 2. These 
differences were not only because of the separated topics in each booklet, as dental 
care was a main theme in booklet 1 and not 2. This may be because booklet 2 
contained more topics and therefore other areas were prominent. Another reason why
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dental hygiene may not have been a main theme for booklet 2 would be because 
there were fewer participants caring for people with late stage dementia than in 
booklet 1 and dental difficulties usually happen in the severe stages of dementia. 
Consequently, there were fewer participants who experienced difficulties with dental 
care in booklet 2 than 1. Furthermore, eating out was a theme highlighted from both 
booklets; however, from booklet 2, decision-making was discussed while reading the 
section on eating out. This was because participants related decision-making to 
choosing from a menu in a restaurant.
Even though past research has shown that eating is the primary concern for 
caregivers and is specifically linked to problems associated with dementia (Holm & 
Soderhamn, 2003), from the results, the themes show that eating is not the primary 
concern in dementia progression and food care. Food shopping and preparation are 
equally as important as eating. An example of the main eating difficulties reported 
from previous research, were appetite, los of ability to recognise food, difficulty 
eating and swallowing (Atta-Kanado, 2011; Keller, et ah, 2008). In this study, three 
of the eight themes were on eating: food and drink intake and weight change. The 
other topics were based around food shopping and preparation. Dental care and 
eating out can also be included in the eating process but has not been discussed in 
much detail in previous research. Therefore, incorporating all three food processes in 
the new booklet was found beneficial for the participant.
The participants recognised the importance of receiving specialised food care 
information and advice on dementia and spoke of how he or she could develop their 
coping-skills. This demonstrates that information is needed on food practices, 
specifically food shopping, which has not been explored before in much detail. In 
addition, participants recognising the benefits of the material and the effect it can 
have as changes occur within their food role. This supports the model by Ostwald 
and colleagues (2003). As Ostwald et al., proposed that the caregivers’ situation can 
be improved by receiving formal services, which assists in increasing caregiver’s 
knowledge and therefore helps them to develop new skills in order for them to cope 
with issues that arise through the dementia process. Ostwald et al., (2003), believed 
that by providing the right information and support, this would help caregivers
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understand their role changes and increase their quality of life. This can be applied to 
this study, as providing food-related written information to caregivers who are 
concerned or interested in the food domain area, raises awareness and knowledge. 
Therefore, Oswald’s model can be adapted to illustrate this concept by implementing 
the role of food and written information and how positive outcomes arise to sustain 
satisfaction with life. In regards to the food domain in care-giving, written 
information can maintain or improve the satisfaction with food-related life (see 
Figure 7).
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By providing accurate and useful information food habits improve (Riviere et 
ah, 2001). This concept was supported by this study as the participants felt that it was 
beneficial to be provided with these materials, to be able to improve their situations 
in their food-related life. Participants found the information useful and discussed 
ways the advice can be implemented into his or her routine, such as leaving a glass of 
water at the recipient’s side table, even for those with mild stage dementia. Those 
participants caring for severe or end-stage care-recipients were able to reflect on the 
difficulties he or she had experienced in the past as they read through the booklet.
The participants reflected back to when he or she started the food role and 
emphasised the importance of receiving written information for future caregivers, 
particularly for those early on in the role. This support reviews, such as that by 
Watson & Green, (2006), that very little is being focused on those at home with mild 
stages of dementia, particularly between the caregiver and care-recipient dynamic.
There were participants who felt information may not have affected their 
adaptation to the care-giving food role, as they felt they managed without outside 
support, but they knew it would be helpful to others. This relates back to Study lb, 
(Chapter 3) as a group of participants also found that they did not need addition 
support from formal services but could appreciate why food-related care was 
important to highlight. Other participants who were experiencing difficulties (e.g. 
low food intake and difficult behaviour while shopping) felt encouraged and relieved 
to know that they are not the only ones experiencing difficulties in food-related care.
This study demonstrated the potential impact that an in-depth and focused 
information booklet in this area can have on the reader. Higgins and Barkley (2004) 
have demonstrated health information that is tailored to meet the unique needs and 
interests of specific individuals, has shown to be more effective and to assist in 
behaviour change more than generic information. This study supports their concept 
as it focuses on care-giving in the food domain. From the feedback given, providing 
written material specifically in food-related care has shown that it can encourage 
caregivers’ confidence and support them in making the right decisions. This was 
demonstrated by the participants pointing out helpful tips that were provided in the 
booklet and indicating that they would put them into practice. Also, participants
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voiced their opinion on how valuable having written information on this topic is. 
These results support the theory that assisting informal caregivers in obtaining 
accurate information, then applying it to food practices, hold many benefits (Bull et 
ah, 1999).
As the participants in this study were looking after someone from mild to 
severe dementia, the results found from the participants have indicated that focused 
information can benefit caregivers at different stages. This supports Brodaty and 
colleagues (2005), as they found that those caregivers in need of assistance, should 
be informed from early on in the illness, to prepare them for what may happen. The 
participants from this study judged this information as having the potential to prepare 
them to take on an active role in decision-making, even if they did not necessarily 
experience any stress. This coincides with previous studies that have found that 
providing information on the development of the caregiver’s role is more beneficial 
than focusing on providing information on how to decrease caregivers burden 
(Hudson et ah, 2005). Therefore, even those caring for mild dementia persons 
demonstrate that most participants in this study receiving information food booklets 
suggest that it will help them to adapt to role changes in food care.
By receiving a simple cost-effective booklet, it has been shown to increase 
awareness and potentially assist in changing behaviours (Bull et ah, 2001; Down et 
ah, 2002; Glenn et al., 1990). This was demonstrated in this study by the 
participants’ positive reaction to the booklet, in particular booklet 2, as they 
expressed motivation. The results suggested that the information booklet can increase 
knowledge, specifically in difficult food care incidents as the participants not only 
spoke of relating to the situations in the booklet but found the advice given was 
useful and suggested he or she would put it into practice. Advice was given in both 
booklets: but in particular the caregivers could relate to booklet 2, as it was directly 
aimed for informal caregivers and the detail was more in depth as it covered all three 
food-related processes. This emphasised the importance of specialising and 
designing written material to cater to the reader’s needs (Bull et al., 2001).
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Booklet 2 was received very well and most caregivers wanted the booklet for 
their own reference and encouraged this to be distributed by the Alzheimer’s Society. 
This highlighted once again how limited these resources are, but also it was 
suggested that a positive impact can be gained by receiving this specialised written 
material, which can improve caregivers’ decisions-making and overall self-esteem, 
supporting similar concepts by Higgins & Barkely, (2004) and Ostwald et ah, (2003). 
Participants indicated that they would take on this advice and implement it in their 
own coping methods. This supports reviews, such as those of Thompson and 
colleagues (2007) that material interventions can lead to behavioural changes.
6. Strengths and Limitations
The benefits of using the Think-Aloud method was that the participants were able to 
voice their opinion on whether they agree or disagree with the statements made, if 
they had experience with example incidents provided and if they found the advice 
helpful. Think-aloud is the closest possible way of gaining the cognitive process of 
the reader. However, not all that they said is discussed (Erisson & Simon, 1993). 
This is a limitation, as the participants did not have much time to digest and reflect 
on the information provided to them. Taking the time to read and then go back to it, 
may have captured a more reflective account of their experience and how the 
information will not only benefit their decision-making but how it may benefit them 
emotionally. The participants did express their difficulties they had to transition 
within the food role and discussed ways the advice from the written information can 
change his or hers behaviour. But, by reading, thinking aloud, then giving the 
participants’ time to reflect, can allow for more cognitive processing. Thus, more 
data can be collected on their opinions of the material, as well as reflect their own 
experiences. This study gave a good indication of what information was of interest 
and participants indicated that they would put the advice and tips provided in the 
written material into practice. However, this study does not give a direct account of 
how this information can change his or her behaviour and overall satisfaction with 
food-related life. Implementing this information directly would be the next step to 
provide first- hand evidence of the benefits. This study provides the potential impact
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the information provided to them can have, but it is important to have the actual 
impact measured by investigating their behavioural and emotional changes.
7. Conclusion
From the Think-Aloud technique, the participants’ were able to provide an account 
of what the main areas of interest were from the booklets presented to them. In 
addition, these results support the findings from Study la  and 3 as similar topics have 
been discussed there as well. The participants suggested that an in-depth and focused 
booklet in this area can have a positive impact on the caregiver. This study has 
shown that it can encourage the participants’ confidence and support them in making 
decisions to help them adapt to food-related changes. Both booklets were seen as 
useful, however booklet 2 was regarded as more beneficial as it covered all three 
food processes and catered directly for informal caregivers. Therefore, booklet 2 
could be developed further, by implementing this into an intervention for caregivers, 
as it has not been published before. The model by Ostwald and colleagues (2003) 
was adapted to provide a new model addressing care-giving with food, as providing 
the carer with written material has the potential to increase knowledge and therefore 
increase a positive outcome (Figure 7, pp. 179). Thus, this can provide satisfaction 
with food-related life for the caregiver and person with dementia.
Towards an understanding of food-related processes and dementia 
progression from informal caregivers’ perspectives, a set pattern of decline was 
found as was indicated from the results in Study la  and 2 (Chapters 2 and 4). 
Shopping for food and food preparation needed the most adaptation to changes in a 
caregiver’s food role than in the eating process. The results from Study lb (Chapter 
3) showed that caregivers have individual needs for food and dementia information 
and support services, with most needing information and social support. Findings 
from Study 2 showed a relation between caregivers seeking for education and 
satisfaction with food-related life. The analysis from Study 3, found the material 
were few and contained mostly information on eating. Finally, results from Study 4 
showed that receiving information on all food processes has been judged by carers as 
beneficial to change behaviour, thus maintaining satisfaction with food-related life.
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CHAPTER?
Discussion
This final discussion will first present a summary of the main findings from the 
empirical studies and locate these findings within the reviewed literature. Next, 
limitations of the studies will be acknowledged. Finally, this chapter will 
consider the wider implications of the present findings and possible future 
research will be discussed.
1. Summary of Main Findings
The primary aim of this thesis was to investigate the phenomenon of dementia 
progression and the effects this has on food-related processes (shopping, 
preparation and eating) from informal caregivers’ perspectives, through five 
research steps. Firstly, a qualitative study, part a, (Study la) was designed to 
explore informal caregivers’ perception of dementia progression from point of 
diagnosis and how this affected food-related processes and ways in which they 
dealt with this decline. Secondly, part b of the qualitative study (Study lb) 
explored informal caregivers’ experiences and their requirements for dementia 
and food-related information and support services. Thirdly, the main findings 
from the qualitative studies were investigated in a larger community sample 
using a quantitative method (Study 2). Fourthly, as the second study indicated a 
relation between seeking information and education and satisfaction with food- 
related life, an audit investigation into what information materials were 
available for informal caregivers on food-related care and dementia was 
conducted (Study3). Finally, the emergent findings inspired a booklet feedback 
study (Study 4) that incorporated a published booklet found from the audit and 
a newly written booklet was designed incorporating information from studies 1 
to 3. To find if the booklets were useful and if they would benefit informal 
caregivers into their practical food-related routine with the care recipient.
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1.1. Chapter 2
The qualitative study (Study la) presented in Chapter 2 aimed to explore the 
phenomenon of dementia progression and the effect this has on food-related 
care. Ten male and ten female participants who were all informal caregivers 
were interviewed about his or her experiences with caring for a person with 
dementia and their food-related progresses from point of diagnosis till the time 
of the interview.
From the data, 13 main themes emerged, these were: rapid decline in food  
shopping; difficulties shopping for food, purchasing food, a day out, a gradual 
decline in food preparation, safety in the kitchen, adapting to food preparation roles, 
shared responsibilities, a slower decline with the ability to eat, providing meals, 
appetite and weight changes and eating out. The participants revealed that a set 
pattern emerged between dementia progression and the effect this has on food related 
processes. Firstly, informal caregivers described a decline in the ability of the care- 
recipient to shop for food; secondly, their ability to prepare food declined and finally, 
eating was the last food-related activity to decline. Informal caregivers adapted to 
and coped with these changes accordingly. He or she said that food-related care was 
an area where they felt they were able to share and enjoy time with the person with 
dementia. However, stress also occurred, particularly as caregivers would manage 
day-to-day experiences with no formal support or advice.
The participants discussed what coping strategies he or she developed 
when managing the care-recipients and their inabilities to maintain certain 
areas of food-related care. This would be important to prevent hazardous 
situations happening and to prevent areas such as, weight loss and malnutrition. 
Managing the psychological effects that people with dementia experience as 
they lose their independence was also discussed. New experiences in food- 
related care, such as food preparation and finances, indicated potential gender 
roles that play a part in this and the differences in the way they adapt to 
changes in these areas. Overall, it was important for participants to reduce 
difficulties by adapting to their new role with food-activities by sustaining the
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same routines and sharing mealtime experiences together, to keep the 
connection between them and maintain a sense of routine.
1.2. Chapter 3
The second part of the qualitative study (Study 1 b) presented in Chapter 3, 
aimed to investigate informal caregivers’ perspectives on the importance and 
availability of food-related information and support services in dementia. This 
was part of the interview from Study la, which was treated as a separate piece 
of data.
The participants’ narratives revealed three emerging themes, providing 
different perspectives with formal support on dementia progression and food- 
related care. These perspectives were; (1) those who did need food-related 
social support, materials and an overall interactive approach; (2) those who 
preferred to avoid social events but needed food-related support at home; (3) 
and those who felt it unnecessary to receive any kind of food-related support. 
These results demonstrated how the needs of informal caregivers’ are 
individual, therefore implying the importance of taking an individual approach 
when assessing the requirements of food-related care and dementia information 
and support. The main findings from both Chapters 2 and 3 were adapted into a 
larger scaled study, and a questionnaire that was designed by the researcher, 
was developed by incorporating the themes found from Studies la  and lb, 
through a quantitative method.
1.3. Chapter 4
The findings of the exploratory study in Chapter 2 and 3, were then 
operationalised into a questionnaire that aimed to establish informal caregivers, 
dementia progression and food-related changes in a larger community sample. 
Findings suggested that there is a significant result as informal caregivers adapt 
more to changes in their routine with food shopping and food preparation than 
with eating, in both caring for mild/moderate and severe care-recipients.
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Overall, it was significant for those caring for people with severe stages of 
dementia, as they adapt more with food-related changes than those caring for 
people with mild/moderate stages of dementia. There was no significant 
difference with difficulties coping or stress within the food-related processes or 
across the stages severity. Furthermore, the results suggested no differences 
between men and women caregivers and managing food shopping or food 
preparation. The final aim in this study found an association with caregivers 
who seek food-related information and education services and satisfaction with 
food-related life.
1.4. Chapter 5
An audit design was conducted to establish what food-related information 
material was available for informal caregivers of people with dementia.
Thirteen written materials were found. Through using Thematic Analysis 
methods, five themes emerged. These were; (1) changes in appetite, (2) 
changes in food preparation, (3) methods of eating, (4) eating out and (5) 
dental care and swallowing difficulties. The results revealed that the majority 
of information published was in the area of eating, some on food preparation 
and least on food shopping. The majority of information was concerned with 
the eating environment and ways of coping with behavioural and physical 
decline of a person with dementia. The written material was mainly in booklet 
format and directed mainly at informal caregivers. However, there still seemed 
to be a limited amount of food related-care written material available. In order 
to provide a direct account of how written material can influence and benefit 
caregivers in food-related care, a further study was devised through using a 
Think-Aloud methodology to assess a standard booklet and a newly-written 
booklet and the impact this has on caregivers.
1.5. Chapter 6
A two-booklet feedback study (Study 4, Chapter 6) using Think-Aloud 
methodology was conducted. Ten participants were asked to read a food-
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related booklet that was found from the audit study (Study 3, Chapter 5) and 
another ten participants were asked to read a food-related care booklet that was 
designed by the researcher.
The Thematic Analysis from the participants’ accounts suggested that 
out of all the content from the booklets presented to them ten main themes 
emerged. These were: (1) food shopping, (2) driving, (3) safety in kitchen, (4) 
food intake, (5) drink intake, (6) weight change, (7) eating out, (8) decision­
making (9) dental care, were the main areas in food-related dementia care, plus 
(10) benefits of layout and written mateiral. In addition, these results support 
the findings from Chapter 2 and 5, as the same topics have also been discussed 
there as well. The benefits of each booklet was that the participants were able 
to voice their opinion on whether they agree or disagree with the statements 
made, if they had experience with example incidents given and if they found 
the advice helpful.
Even though past research has shown that eating is the primary concern 
for caregivers and is specifically linked to problems associated with dementia 
from the results, the themes show that eating is not the primary concern in 
dementia progression and food care but that shopping and preparation are 
equally as important. In addition, the participants felt that the information and 
format of the written material was beneficial (in particular the booklet designed 
by the researcher) and suggested that this should be distributed to Alzheimer’s 
organisations for future caregivers.
2. Locating Findings within the Reviewed Literature
2.1. The Progression of Mealtime Processes
The majority of previous studies focused on the eating process with dementia 
progression and were concerned on food-intake, weight loss and malnutrition 
(Rivière et al., 2001). Previous studies noted that the last daily living activities to be
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lost was eating, although signs of difficulties occur from early on in the illness. 
Morris and Volicer (2001) suggested that other behavioural elements of eating 
abilities decline from the mild stages of dementia, such as eating less. This was also 
reported by Ikeda (2002), that weight loss occurs in mild dementia due to having 
difficulties eating, such as losing the ability to use utensils and eating habits 
changing. The result found in Chapter 2, 4, 5 and 6 were that changes in eating does 
occur from early on in the illness and caregivers must adapt to these changes. 
Furthermore, the results indicated that it is not only eating difficulties that occur but 
the whole process of food-related activities.
From Chapter 2, the participants were interviewed and asked to describe their 
experience from point of diagnosis till present time, described that food shopping 
was generally the first ability to be lost by the person with dementia and caregivers 
had to take over these responsibilities if they had not done so before. The abilities 
lost would be areas such as, not remembering how to get to the shops, forgetting to 
drive to the shops and not being able to pay for food or drink items. Eventually the 
caregivers would shop on their own or if they could take the recipient, they would try 
and make a day of it and go for coffee as well. Food preparation was also part of the 
decline process in food difficulties, whereby the recipient would forget the steps of 
how to cook or lay a table, or it would become dangerous for them to be in the 
kitchen for fear of burning themselves with hot water or on the stove. These support 
the previous concepts on dementia progression and food, as according to Amelia et 
ah, (2008) and Brush et ah, (2006) deterioration can have an impact on the 
individual’s food-related behaviour, such as being unable to safely operate kitchen 
appliances, (e.g. kettle or oven) and expressing concerns about money to pay for 
food.
From the quantitative study (Chapter 4) this was also the case, whereby 
results from the statistical analysis showed a relation between caregivers adapting to 
changes in all three food processes from mild through to severe stages of dementia. 
This supports previous studies in that there is a larger decline in a recipient’s ability 
to manage their food-related processes in severe stages of dementia (Chang & 
Roberts, 2008; Gillick & Mitchell, 2002; Nj ego van, Hing, Mitchell & Molnar, 2001).
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However, this study indicated that there was more of a decline in food shopping and 
preparation than eating as caregivers adapted more to changes in these processes than 
eating. Furthermore, the audit study (Chapter 5) and the Think-Aloud booklet study 
(Chapter 6) indicated that information for adapting to food-related processes in mild 
stage dementia were provided and was also important for informal caregivers. 
However, from the audit study (Chapter 5), it was found that information was mainly 
focusing on eating processes rather than shopping and preparation. The results from 
Chapter 6 showed that providing the caregivers with information on all three 
processes was helpful. It was beneficial to have an informative written material that 
covered an in-depth account of food-related life as dementia progresses and how the 
caregiver can adapt and be prepared for possible future events. This is supported by 
studies such as Rivière et al, (2001), whereby providing accurate and useful 
information food habits can improve. In addition, written information that is focused 
in one specific area has been considered more beneficial than general information as 
it assists the caregiver to make more effective decisions that change their behaviour 
to improve food care (Bull et al., 1999; Bull et al., 2001; Downs et al., 2002; Higgins 
& Barkley, 2004.
2.2. The Meaning behind Food and Mealtimes
This thesis found a set pattern of decline in food-related processes not only in how 
the caregivers adapt to these changes but also the psychological aspects behind 
transitioning through the food roles. The participants discussed his or her enjoyment 
and connection with the recipient during food-related processes, such as in Chapter 2 
(Study la) the participants described going shopping as an opportunity to leave the 
house with the person with dementia and enjoying an activity together. Maintaining 
food-related activities was important to the caregivers and recipients; as for the 
recipient this provided them with self-esteem and encouraged for them to continue 
with their routine for as long as they could. This also was helpful for the caregivers 
as they did not have to manage everything on their own and felt supported. Once the 
person with dementia lost the capacity to assist with the food-related processes, stress 
and burden occurred for caregivers, as there was an increase in responsibility. Some 
struggled with coping and which affected their satisfaction with food-related life.
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Alternative methods of coping were needed and most felt that formal support was 
lacking in this area. These results were reflected in Chapter 4 and 6, were caregivers 
felt they needed more information and support to maintain their satisfaction with 
food-related life.
These studies indicated that food-related processes were not just about 
maintaining food-intake or reducing behavioural difficulties, but satisfactory 
relationships between the caregiver and recipient were important in order to reduce 
these problems. This supports the model by Aselage and Amelia (2010) and by 
Chang, and Roberts (2008), as they introduced the concept of eating and 
communication and social interactions between caregiver and person with dementia. 
In addition, Keller et al., (2007), viewed mealtimes as an opportunity for cognitive 
and emotional enjoyment and connection. Furthermore, Genoe and colleagues (2012) 
found that informal caregivers developed strategies to maintain their mealtime values 
with the person with dementia. Two other studies support the current thesis findings 
as they found caregivers’ transitional experience taking on a new role in all three 
food-related processes (Atta-Konadu and colleagues, 2010; Fjellstrôm et al., 2010).
As dementia progresses feeding difficulties increase and as a result caregivers 
experience extra stress and burden (Bilotta et al., 2010). From Study la, lb  and study 
4, the participants indicated that they experienced distress, however, Study 2 did not 
find any relations between food-related processes, severity and stress and burden. 
Therefore, contradictory results were found. Nevertheless, despite the difficulties 
encountered with dementia progression and the care-recipients’ inability to maintain 
food-related activities, the participants still felt it was important to maintain the 
enjoyment and pleasure they had before food role changes occurred. This supports 
the concept that food is central to peoples’ lives as it provides a strong link to social 
interactions and psychological well-being (Barr& Schumaker, 2003), which can, in 
turn, contribute to a person’s social and psychological quality of life (Barr & 
Schumacher, 2003b). From the main themes found in Chapter 2, 5 and 6, eating out 
was a theme whereby caregiver’s perceived this as a positive area in food care. The 
whole process was seen as important to maintain connection with the recipient; 
however, the concept behind ‘eating out’ implies that a combination of food care and
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a change of environment can be beneficial. There were difficulties, as dementia 
progressed, such as throwing food on the floor, wandering, and able to select a meal. 
However, the majority of the time both parties enjoyed going out, whether it be at an 
Alzheimer’s organised lunch club, restaurant or incorporating lunch in a trip to the 
supermarket.
2.3. Gender Difference and Food-Related Processes
From Study la  (Chapter 2), it was found that there were differences between 
genders, whereby the female participants spoke of having to adapt more to food 
shopping responsibilities (i.e. the finances and driving) and the male participants had 
to adapt more to food preparation activities (i.e. learning to cook or prepare a meal). 
These findings were similar to that of Atta-Konadu (2010), who found that as the 
husband of a wife with dementia transitioned into their new food role, new routines 
occurred, such as preparing a meal. In addition, the study by Fjellstrôm and 
colleagues (2010), found wives struggled as their husbands with dementia’s abilities 
to help with the shopping declined. In contrast to these findings, Chapter 4 did not 
find any significant result in relation to gender and food shopping or preparation. 
This suggests that caregivers of both genders have been able to transition, as well as 
each other between their gender roles within each food-related process from mild to 
severe stages. This supports previous studies indicating that male caregivers are 
capable and willing to adapt to changes in their lifestyle and learn new skills 
(Sanders & Power, 2009).
2.4. Food-Related Processes and Formal Services
The results from Chapter 3 indicated that caregivers have different needs with 
receiving food-related services. The first group do want to receive information and 
advice, whether it is in the form of written material, from health professionals or 
peer-support groups, such as the Alzheimer’s café clubs. The second group wanted to 
receive food-related support at home and the third did not feel it was necessary to 
receive outside help, as they were managing well or had not experienced any
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changes. This supports Keller and colleagues (2008), where they believe that formal 
support specialising in food is more valuable for caregivers than general support, as 
it focuses on the core needs of the individual. Hailey and colleagues (2005) 
recognised that Alzheimer’s café clubs cater to those who want to be in a social 
environment, particularly if it specialised in food and dementia but also caters for 
those who need a break and respite. This supports the findings in Study lb (Chapter 
3). According to studies by Capus (2005) and Marther (2006), who-found Alzheimer 
café clubs beneficial to professionals: nutritionists and other advisors can assist 
caregivers and recipients with any issues, or inform them of further available 
services. Additionally, caregivers can learn, through peers, to share experiences and 
information. However, results from Study lb also found the opposite to these 
findings that participants wanted more help in the home but access of or awareness to 
these services were lacking.
2.5. Food-Related Written Information
Results from Chapter 3 and Chapter 4 both provided accounts of participants wanting 
food-related information and support services and this was further examined in the 
form of an audit (Study 3, Chapter 5). Written education is beneficial to refer back 
to, (Scott, 2004) and there have been many studies providing evidence that being 
provided with written material, particularly specialising in the area of interest, has 
shown an increase in knowledge, thus raising confidence in the caregiver to manage 
better (Hoffman & Worrall, 2004). Therefore, written material in food and dementia 
care was found, and content and availability were assessed. The findings uncovered 
that the majority of information published was in the area of eating, some was on 
food preparation and least on food shopping. This supports on past research in which 
the majority of studies focused on dementia progression, eating and nutrition. For 
example, from a qualitative study by Keller and colleagues (2008), in which eating 
behaviour (change in appetite) was covered, food preparation (stove and cooking 
safety) was limited and food shopping was not discussed at all.
In addition, as found in a study by Chang et al, (2002) and Wacker and 
Johnson (2004), results from Chapter 5 also indicated that the Alzheimer’s charity
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organisation was the most common source of information for informal caregivers. 
The written material from the audit (Chapter 5) indicated that information on early 
onset to later stage dementia was provided, thus supporting the literature that 
information and support is needed both at the time of diagnosis, as well as at later 
stages (Chang et al, 2010). The written material from Chapter 5 were mostly for 
informal caregivers in booklet form. This supports Done & Thomas, (2001) in that 
information booklets are an acceptable communication aid for relaying information 
and are seen as useful in supporting decision-making. Therefore, Study 4 (Chapter 
6), was devised to gather all the information found from the previous studies into a 
Think-Aloud booklet feedback study, giving former participants from Study 2 
(Chapter 4), the opportunity to reflect on their experiences in food care while gaining 
information from an already published booklet and a newly written booklet, which 
contained more information (e.g. food shopping sections and current information 
from Study la  and lb (Chapter 2 and 3).
The results from Study 4 (Think-Aloud booklet study; Chapter 6) indicated 
that eating is not the primary concern in dementia progression and food care, 
contrary to what previous research suggested. This is because food shopping and 
food preparation have been found to be equally as important as eating. The 
participants from this study indicated that they found the specialised information on 
food care useful from mild to severe stages. In particular, participants found booklet 
2 useful, as it covered all food-related processes. Participants thought it would assist 
them and future caregivers to develop new coping skills, as they would have a 
document to refer back to as dementia progressed and their food role increased in 
responsibility. This study also supports Holm & Sôderhamn’s (2003) study, which 
found food-related difficulties from those with mild stages of dementia, highlighting 
areas such as, nutrition difficulties and weight loss, as well as behavioural difficulties 
during mealtimes. These were also found as the main themes in Study 4. However, 
the participants from Study 4 also found other areas important, such as food 
shopping, driving, eating out and safety in the kitchen.
Finally, the results from Study 4 indicated that participants were encouraged 
by the information provided to them and felt that the piece of written material can
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assist in achieving a better way of managing dementia and the food role and enjoy 
their food-related life better. These results support the theory by Ostwald and 
colleagues (2003) that with the correct resources and knowledge, caregivers can 
improve their quality of life for themselves and the person with dementia.
3. Implications
Several implications can be highlighted from the results of this thesis. Firstly, a 
unique account has been made from the informal dementia caregiver’s perspective on 
all three food-related processes from the point of diagnosis (mild stage) to severe 
stages of dementia. These accounts have been collected through interviews (Chapter 
1 and 2), questionnaires (Chapter 4) and a Think-Aloud feedback study (Chapter 6), 
specifically finding common themes and gaining statistical results that separate the 
food shopping, preparation and eating processes. From the results of this thesis, set 
themes and a set pattern of decline in shopping, preparation and eating were found 
and can also be implemented into a model by Morris and Volicer (2001). This is 
created from the results found from all chapters, as stages of dementia have been 
accounted for as well. Figure 8 (pp. 196) represents the main areas where the 
participants have indicated what food related activities affect the person with 
dementia as dementia progresses. The red writing represent the main themes found 
from food shopping behavioural difficulties, the blue, represent food preparation 
behavioural difficulties and the bold black writing are additional eating themes 
found, along with the black writing that are the behavioural difficulties described 
from the original model by Morris and Volicer (2001).
Secondly, Atta-Konadu et al., (2011), provided a theory of ‘the sliding into 
food role process’, this can be applied to the results from the thesis were caregivers 
adapted to changes accordingly to their food roles. Participants recruited for this 
thesis transitioned within the three food processes, developing methods to benefit 
their food-related life for themselves and care-recipient. This was by remaining 
aware of the identity of the other and staying connected by sharing the food roles.
The caregivers would take the lead by developing new skills so as to maintain 
satisfaction with food-related life, which provided the caregiver and recipient with an
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overall satisfaction with life. From the results in the thesis, this has implied that not 
only are spouses affected by this transition of the food roles, but all informal 
caregivers slide through the same process, as participants from the thesis consisted of 
friends, sons, daughters, daughters-in-laws, neighbours, as well as husbands and 
wives. The food domain is an enjoyable area of care-giving. Therefore, maintaining 
this area can have a positive effect on their overall satisfaction with life.
Furthermore, increasing satisfaction not only in food care but with the whole care- 
giving process can be achieved by raising awareness in this area. This in turn will 
provide better skills to manage food-related processes to not only prevent 
malnutrition, decrease difficult behaviour or prevent early institutionalisation, but 
will make life easier and more enjoyable for both parties.
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Figure 8. Main themes of food processes: Adapted from Morris and Volicer 
(2001)
Thirdly, the result from Chapter 3, 5 and 7 indicated that food-related 
information and support services are important. Even those who did not feel that they 
needed support with food-care recognised the importance of having specialised 
services available (from Study lb, Chapter 3). It was found that providing food- 
related services must be catered for the individual, as caregivers have different needs 
and requirements to aid them with their food role. It is implied by the participants in
199
these studies and that from the audit study (Chapter 4) that services should be 
implemented from the point of diagnosis throughout all the stages. As previous 
literature has found, plus studies from Chapters 3, 4, 5 and 6, information and 
support services on food for dementia caregivers are limited and not very accessible. 
The main findings are that Alzheimer’s organisations provide accessible food 
services (e.g. lunch clubs, booklets, training programmes, and respite care). But these 
are still limited or the caregiver is unaware of such resources. Furthermore, it was 
found that other health professional organisations, such as GP practices or chemists 
provide the least information in this area.
As health professionals are to whom caregivers turn first, it is important that 
the health professions (e.g. GPs) are aware that these resources are beneficial and 
should be distributed to caregivers, along with implementing follow-up calls, from 
the time of diagnosis and at different stages as the illness progresses. In particular, as 
the participants have indicated booklets can have a positive and encouraging effect 
(Chapter 6). Improving the accessibility and availability of this material is needed 
and implementing it into health services and health practice.
Fourthly, Study 4 (Chapter 6) compared a published booklet (booklet 1) with 
a booklet devised by the researcher (booklet 2). Booklet 2 was comprised of findings 
from Study la, and it was found that the participants were more encouraged by 
booklet 2, and suggested this information and format to be implemented into 
dementia health and social organisations to help future caregivers. This concept was 
then implemented into a model by Ostwald et al (2003) (pp. 180), addressing care- 
giving specifically in the food domain and benefits of receiving written information. 
However, Chapter 3 and 4 have indicated that other formal services, i.e. lunch clubs, 
education and respite care can also have a positive impact to carê-giving and an 
overall satisfaction to food-related life. Therefore, this model can be adapted even 
further to include other formal services and the importance of connecting and 
honouring identity as roles change (see Figure 9, pp. 198).
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4. Methodological Limitations
This thesis is not without limitations. The presented empirical evidence included four 
different methods: a qualitative study, a quantitative study, an audit study and a Think- 
Aloud feedback on a booklet study. The use of a range of methods aimed to provide a 
comprehensive investigation of the phenomenon of dementia progression and changes 
within the food-related processes for both caregivers and care-recipients.
The data from the interview study (Chapter 2 and 3), audit (Chapter 5) 
and Think-Aloud study (Chapter 6), were all analysed using Thematic 
Analysis. 6 Thematic Analysis is a method for identifying, analysing and 
reporting patterns (themes) within data. ’ (Braun & Clarke, 2006, pp.79).
Thematic Analysis is beneficial as it is flexible and with it, one can gain a rich, 
detailed and complex set of data (Braun & Clarke, 2006). However, as there 
are no clear or specific guidelines on how to analysis Thematic Analysis, the 
‘anything goes’ approach may well be criticised (Antaki, Billig, Edwards, &
Potter, 2002).
In addition, because there is an in-depth amount of data, the researcher 
may find it difficult to close up common themes that are important. However, 
the researcher was driven by an analytic interest in shopping, preparation of 
food and eating, and ways the participants adapt to changes and experience 
stress with coping abilities. Therefore, drawing out areas that are not only the 
most common themes, but what the researcher is aiming to find, also makes it 
an active and hands-on way of analysing the data. Furthermore, it would have 
been beneficial to have a second researcher analyse this data to gain a second 
opinion or agreement or disagreement on the initial themes chosen.
Nevertheless, the analyses were reviewed twice by the researcher before 
finding the overall themes. The data analysis was conducted appropriately 
throughout all the Thematic Analysis studies.
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Most sources on qualitative methods suggest a sample size of 12 to 20 
participants and that it usually consists of a small number with the aim of 
studying in depth and detail data (Baum, 2002; Miles & Huberman, 1994;
Patton, 1990). For Study 1 and the Think-Aloud study, Study 4, a sample of 
twenty participants was sufficient and an equal amount of male and female 
informal caregivers was recruited to provide a fair account of how they manage 
and differentiate between genders and reduce gender bias. However, Study 4 
(Chapter 6) did not account for gender differences as this was not measured in 
the analysis. In addition, another limitation of the qualitative studies are that no 
tools were used to measure the exact stage of dementia, such as the Mini 
Mental State Examination (Folstein et al., 1975), nor was the care-recipient’s 
nutritional status assessed by using the Mini Nutritional Assessment (Vellas et 
al., 1999). However, by reducing addition formal measures, the researcher was 
able to build a rapport with the participants and focus on his or her experiences, 
gaining their point of view from every element, including their opinion on the 
stage of severity and nutritional well-being of the care-recipient.
From Chapter 4, the results from the questionnaire did not show any 
significant findings relating the participants with stress and difficulties coping. 
Therefore this study was unable to support stress and coping models, such as Pearlin 
and colleagues (1990), as no significant stressor regarding stress or coping were 
found. However, social support, in terms of seeking information and education did 
indicate a relation with the participants’ overall outcome (i.e. satisfaction with food- 
related life). Stress and coping may not have shown significant findings due to the 
questionnaire being a newly devised tool that has not been used prior to Study 2. 
Therefore, future studies can adapt this questionnaire further to focus on the stress 
and coping items from the tool devised. In addition, the way the data was collected 
i.e. by distributing questionnaires via cafés and meetings, may have created bias, as 
caregivers may not have wanted to indicate any difficulties in managing food 
processes with the care-recipient, as it was in a social environment in the company of 
peers.
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Overall, the participants recruited for these studies may have had a 
particularly interest in food and care-giving, therefore, being more motivated to 
participate in the research than others. It may be assumed that those caregivers that 
may not have had an interest in food-related care may have produced different 
answers. Although, in general, the participants approached, particularly from the 
Alzheimer’s meeting or cafes, did not necessarily have an interest in food but still 
took part in the research. The majority of the participants recruited were white 
British, therefore, this thesis did not produce a wide cultural understanding of how 
caregivers adapt to changes in food-related processes, as behaviour or attitudes could 
be different in the way they cope. For example, narratives of participants, such as, in 
Study la, where a cup of tea was a common theme in describing preparation 
incidents (pp.81) and may have been different if the study looked at other cultures. 
Therefore, it can be assumed that this is because most participants were British. By 
gaining examples from participants from other cultures, this could build a wider 
understanding in the food role and dementia care-giving.
S.Methodological Lessons Learnt
Recruiting dementia informal caregivers was more difficult than anticipated by the 
researcher. In order to gain contact with the participants the researcher had to find 
key people who had direct contact and a rapport with them. This was mainly from 
the Alzheimer’s’ Society charity and a local chemist, where customers and clients 
felt comfortable in sharing their experiences. As caregivers are looking after a 
vulnerable group, it is a sensitive area and many people felt protective over them. 
However, the researcher found that approaching the caregivers face to face by, for 
example, attending the Alzheimer’s society meetings, increased the researcher’s 
success in recruiting participants, as the caregivers were able to identify who the 
researcher was and this would put them ease.
Overall, caregivers that took part were happy to discuss their experience and 
it was found that caregivers preferred to talk freely with a little guidance from the 
researcher, as opposed to being asked set questions, such as in Study la, were the 
Critical Incidents Technique (CIT) was used. The CIT method was not as successful
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in generating data as the semi-structured interview, as caregivers preferred to express 
their opinion and experiences openly. This could be due to caregivers feeling that 
they have the opportunity to discuss their experiences with someone who wants to 
help.
6. Future studies
Future research should concentrate on adding to the existing findings from 
this thesis that relate to the caregivers’ adaptations to changes in food-related 
activities and how education can aid knowledge and help with decision-making to 
increase satisfaction with food-related life for both caregiver and recipient. The 
findings from Chapter 6 implied that written material can have a positive effect on 
caregivers, particularly from booklet 2, which incorporated all three food processes. 
By using the model adapted by Oswald and colleagues (2001), this theory can be 
tested by measuring participants putting specialised formal services into practice.
Primarily, an intervention study can be implemented to participants, using the 
new devised booklet (booklet 2 from Chapter 6, Appendix 13). The intervention 
group could be provided with the information booklet and then a control group with 
any additional information. This booklet could be given to participants at different 
stages of caring (i.e. from diagnosis to severe stages). The groups can be provided 
with the ‘satisfaction with food-related life questionnaire’. The intervention group 
could be measured by this questionnaire before reading the booklet and then straight 
after reading the booklet. A short interview on content and thoughts about the 
booklet, using a Think-Aloud style methodology could be collected. The control 
group could also be given the questionnaire and be interviewed on how they feel they 
are managing and coping with the changes in food-related processes. A follow-up 
after two to three months could be implemented by using the satisfaction with food- 
related life questionnaire for both groups and interviewing the intervention group on 
how this booklet may have helped or benefited in their everyday food routine. In 
addition, as the booklet has information on other formal services, lunch clubs etc, 
this could also be measured and participants interviewed on how effective these 
services are. The control group could also be given a satisfaction with the food-
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related life questionnaire and be interviewed to see how the caregiver has coped on 
their own and if he or she had additional formal support without being giving the 
booklet. The control group could be given the booklet after the intervention study has 
finished, in order for them to benefit from it as well as this is also good practice.
Furthermore, as providing both training programmes and written information 
are considered most beneficial to increase knowledge and decrease distress (Done & 
Thomas, 2001), the new food-related booklet could be implemented along with a 
training course for participants with care-recipients who have just been diagnosed.
As general practitioners are able to provide initial advice, and point caregivers in the 
right direction as to where to go for further formal assistance (Brodaty, 2005; 
Robinson et al., 2009), the GPs can be the first point where they are given the 
booklet and advised to partake in the training programme. The training course could 
be a food-related introductory programme and follow-ups can be made by telephone 
calls (i.e. by nurses). These follow-ups could be made at four different time intervals 
i.e. 3-months, six months, 1 year and 2 years, providing further advice and support or 
offering a home visit if preferred, in order to assess the benefits of the information 
and support provided to them and to assess if this decreases distress and improves 
positive outcomes.
6. Thesis Conclusion
The thesis set out to investigate the phenomenon of dementia progression and how 
informal caregivers adapt to changes within the three food-related processes (food 
shopping, preparation and eating). Previous research has focused mainly on formal 
care-giving in institutions and on the eating process, with regard to weight and 
malnutrition in people with dementia. There has been little research from the 
informal caregivers’ perspectives and the whole process of the food domain (i.e. 
shopping, preparation and eating).Therefore, this was important to address as 
informal care is the largest form of care-giving for those with dementia and, as the 
prevalence of dementia is rising, more informal caregivers will need to be supported 
and informed of the adaptations that happen during the food care-giving role.
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The topic of food was chosen as it is one of the main areas in care-giving, 
where carers and the people with dementia can sustain their enjoyment, maintain 
connected in order to maintain their satisfaction with food-related life and 
satisfaction in life overall. This thesis investigated the informal caregiver’s 
experience managing food-related processes as dementia increased. It was found that 
caregivers need to adapt to these changes, particularly in food shopping and 
preparation, from the time of diagnosis to the severe stages. The transition between 
caregiver and care-recipient food roles was different for every individual. However, 
the overall aim for the caregivers was to maintain the food-related routine to benefit 
both parties physically and psychologically, for satisfaction with food-related life.
As many caregivers managed alone, the phenomenon of gaining formal 
services, which are specialised in food and dementia care was investigated. Again, 
findings showed that an individual approach needs to be implemented to cater for the 
needs of the individual caregivers as they require different forms of assistant (i.e. 
peer support, education, respite care or none at all). As information and education 
services were found to be associated with satisfaction with food-related life, a further 
investigation of food-related and dementia care information material were collected. 
The findings showed, as previous studies have, that food and dementia information 
for informal caregivers is scarce and mostly focuses in the area of eating. Other areas 
were on food preparation but these were also limited. Therefore, more needs to be 
developed to inform and advise caregivers.
A booklet feedback study was developed, incorporating all the findings that 
would benefit the caregiver into a written material, comparing this to an existing 
booklet. Informal caregivers perceived the new booklet as informative as it 
incorporated all three food-related processes. Thereby, providing the caregiver with a 
focused and an in-depth amount of advice, which can enhance their knowledge, and 
aid them to cope better with their food roles. A model by Oswald and colleagues was 
adapted into food-related care, as it has been suggested that by receiving specialised 
and focused food-related materials and other formal services, such as lunch clubs, a 
caregiver can better manage the adaptation to the changes that occur during the 
transitional food role between caregiver and person with dementia. This in turn will
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have a positive outcome, by reducing burden and stress and increasing satisfaction 
with food-related life.
The food domain has the potential to provide enjoyment and connection 
from before diagnosis and therefore by informing and supporting the caregiver on an 
individual basis, this can build confidence, self-esteem and build motivation for other 
areas of the care-giving role. Furthermore, a direction for research would be for 
health practitioners to encourage the availability of food and dementia information 
and support services for informal caregivers and recipients, as they are the first point 
of contact, and monitor the benefits these services have throughout the process of 
food-related care-giving.
In summary, this thesis has provided an understanding towards food-related 
processes and dementia progression from informal caregivers’ perspectives, as a set 
pattern of decline was found, suggesting that a caregiver adapts more to changes in 
food shopping and preparation than eating, throughout all dementia stages (Study la  
and 2). There is an individual need for caregivers that must be addressed by health 
professionals, in order to inform and direct them to specialised food and dementia 
information and support services. The questionnaire from Study 2 has supported 
these results, as there was a significant relation with caregivers seeking for food and 
dementia information and education and satisfaction with food-related life. Study 3, 
found little material in this area, however, the analysis from the content of the written 
material found that there was more information on eating, some on food preparation 
and very little on food shopping. Finally, Study 4 provided data suggesting that all 
three food-processes are important and by providing information in a booklet format, 
caregivers can feel encouraged and improve knowledge, increasing the potential to 
maintain satisfaction with food-related life for both parties. This in turn can improve 
a caregiver and person with dementia’s overall satisfaction with life.
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and informal carers - EC/2009/43/FAHS
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Date of confirmation of ethical opinion: 12 June 2009.
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Document Date
Summary of the project 12 June 09
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Evidence of agreement of other collaborators 12 June 09
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Questionnaire/Interview schedule 12 June 09
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reasons. Please be advised that the Ethics Committee is able to audit research to ensure that 
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Appendix 2
Consent Form for Participant- Study 1
SURREY
UNIVERSITY OF
Consent Form:
I the undersigned voluntarily agree to take part in the study on Food and nutrition in the care 
of people with dementia: a qualitative study of formal and informal carers.
I have read and understood the Information Sheet provided.
I have been given a full explanation by the investigators of the nature, purpose, location and 
likely duration of the study, and of what I will be expected to do. I have been advised about 
any discomfort and possible ill-effects on my health and well-being which may result. I 
have been given the opportunity to ask questions on all aspects of the study and have 
understood the advice and information given as a result.
I consent to my personal data, as outlined in the accompanying information sheet, being used 
for the research project detailed in the information sheet, and agree that data collected may 
be shared with other researchers or interested parties. I understand that all personal data 
relating to volunteers is held and processed in the strictest confidence, and in accordance 
with the Data Protection Act (1998).
I understand that I am free to withdraw from the study at any time without needing to justify 
my decision and without prejudice.
I confirm that I have read and understood the above and freely consent to participating in this 
study. I have been given adequate time to consider my participation and agree to comply 
with the instructions and restrictions of the study.
Name of volunteer (BLOCK CAPITALS) ................. .................................. ......
Signed:............................................................................ ......... ........................... ............
Date: ........................................................
Name of researcher/
person taking consent (BLOCK CAPITALS) ......................... ....................................
Signed:
Date:
Version 1.0, February 26th 2009
Appendix 3
Consent Form for Care-recipient- Studyl
Consent Form:
UNIVERSITY OF
SURREY
I the undersigned voluntarily agree to give the permission of the carer take part in the study 
on Food and nutrition in the care of people with dementia: a qualitative study of formal and 
informal carers.
I have read and understood the Information Sheet provided. I have been given a full 
explanation by the investigators of the nature, purpose, location and likely duration of the 
study and of what will be expected of the participant. I have been advised about any 
discomfort and possible ill-effects on my health and well-being which may result. I have 
been given the opportunity to ask questions on all aspects of the study and have understood 
the advice and information given as a result.
I consent to my personal data, as outlined in the accompanying information sheet, being used 
for the research project detailed in the information sheet, and agree that data collected may 
be shared with other researchers or interested parties. I understand that all personal data 
relating to volunteers is held and processed in the strictest confidence, and in accordance 
with the Data Protection Act (1998).
I give permission for the interview to be audio-recorded.
I understand that I am free to withdraw from the study at any time without needing to justify 
my decision and without prejudice.
I confirm that I have read and understood the above and freely consent to participating in this 
study. I have been given adequate time to consider my participation and agree to comply 
with the instructions and restrictions of the study.
Name of volunteer (BLOCK CAPITALS) . ..................... .......................... .......
Signed:..................................................................... ....................................................
Date: ............................................ ............
Name of researcher
/person taking consent (BLOCK CAPITALS) 
Signed:
Date:
Version 1.0, February 26th 2009
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Appendix 4
Leaflet Invitation - Studyl
UMVLRSKYO!
Are you caring for 
somebody with Dementia?
Are you involved with their food related care? 
Interested in discussing your experience?
• We are looking for men and women family, friend or neighbour carers to take part 
in an interview regarding food and caring for people with dementia.
• We want to find out the role food plays in lives with people with dementia through 
understanding the needs of the carers so as to provide better care and support to 
people with dementia.
If you are interested in joining the study or for more information please contact Ilia 
Papachristou the PhD researcher at the University o f Surrey. Call -  0 7 7 8 6  6 2 4  855  
Email -  i.papachristou@surrev.ac.uk
(This study has been reviewed and given a favourable ethical opinion by the University of Surrey Ethics Committee)
IF YOU ARE INTERESTED, please
GIVE YOUR CONTACT DETAILS BELOW AND PUT
THIS SECTION IN THE BOX PROVIDED.
Someone will telephone you to discuss the study.
Name
Best Tel no. 
and preferred 
time to be 
contacted on
Day: Evening: 
Mobile:
THANK YOU FOR YOUR HELP
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Appendix 5
Poster Invitation -  Study 1
Are you caring for 
somebody with Dementia?
Are you involved with their food related care?
Interested in discussing your experience?
• We are looking for men and women family, friend or neighbour carers to take part 
in an interview regarding food and caring for people with dementia.
• We want to find out the role food plays in lives with people with dementia through 
understanding the needs of the carers so as to provide better care and support to 
people with dementia.
If you are interested in joining the study or for more information please contact 
Ilia Papachristou the PhD researcher at the University of Surrey.
Call -  07 7 8 6  624  855
Email -  i.papachristou@surrev.ac.uk
(This study has been reviewed and given a favourable ethical opinion by the University of Surrey Ethics Committee)
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Appendix 6
Screening Questions -  Studyl
UNIVERSITY OF
Screening Sheet and script
Dear Sir or Madam,
My name is Ilia and I am calling from the University of Surrey, regarding a research 
project on caregivers, people with dementia and food related activities. I collected
your contact details from the box a t ...............Thank you for expressing an interest in
our research. Would it be convenient to talk to you for a few minutes about the 
project?
If no, then ask if they are willing for you to call back later.
If yes, then continue:
We are looking at ways to improve food related care for people with Dementia and I 
would like to ask you a few questions to see if you are suitable for the study.
YOUR ANSWERS W ILL BE TOTALLY CONFIDENTIAL
IF YOU ARE INTERESTED, please may I have your address to send you a confirmation letter, an 
information sheet on the study and a consent form which you will need to bring with you on the day 
of the interview.
Name
Address
Alternatively you may call the researcher on: 07786624855 or email:
i.nanachristou@surrev.ac.uk for further information
THANK YOU FOR YOUR HELP
Version 1.0 April 2009
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Appendix 7
Information Letter -  Study 1
PARTICIPANT INFORMATION SHEET 
Study Title: Food and nutrition in the care of people with dementia: A qualitative study of 
formal and informal carers.
Invitation
You are invited to take part in a research study. Please read the following information 
carefully so that you understand why the research is being done and what it involves. Take 
time to decide whether you are interested in taking part. Please contact me if anything is not 
clear.
What is the purpose of the research study?
This study will find out the role of food and nutrition in the care of people with Dementia. 
Who can take part in this study?
If you are caring for somebody with dementia and are involved with their food preparation or 
consumption then you are welcome to join the research study. Carers must not be ofNHs 
employment and must be from a charity or voluntary organisation or family, relative or 
friend of the person with dementia.
Do you have to take part?
No, you can decide whether or not to take part. If you decide to take part you will be asked 
to sign a consent form. You can withdraw at any time, without giving a reason.
What will happen to you if you take part and what will you have to do?
If you decide to take part the researcher will interview you and ask you to talk about positive 
and negative experiences with food in the care of the person with dementia. A meeting will 
be arranged at a time and place which is convenient for you. The meeting will consist of a 40 
to 60 minute interview.
What are the possible risks of taking part?
The risks involved may be distress caused by talking about a difficult situation. If talking 
about this does cause you to become uncomfortable then the interview can stop.
What are the possible benefits of taking part?
You will be able to voice your opinion on food related care and looking after a person with
dementia. You will also be contributing to an important issue in today’s society.
Will my taking part in this study be kept confidential?
Yes, all of the information you provide will be kept strictly confidential and you will not be 
mentioned by name in any reports and will remain anonymous.
What will happen to the results of the research study?
The research forms part of a PhD thesis. The results may be published in scientific journals.
If you wish, we will send you a summary of the results. You will not be identified by name 
in any report or publication.
Who is organising the research?
The study is being run by the PhD researcher, Ms Ilia Papachristou.
Who has reviewed the research?
This study has been reviewed and approved by the University of Surrey Ethics Committee 
Contact details
Thank you for giving this study your consideration. If you have any further questions 
or concerns please contact:
Ms Ilia Papachristou 
PhD Researcher
University of Surrey Study contact number: 07786 624855
School of Human Science Email: i.papachristou@surrev.ac.uk
Guildford, Surrey, GU2 7XH, UK
252
Appendix 8
Confirmation Letter- Study 1
Consent Form:
UNIVERSITY OF
SURREY
Title of Project: Food and nutrition in the care of people with dementia: a 
qualitative study of formal and informal carers.
Name of Researcher: Ilia Papachristou
Please tick boxes
1.1 confirm that I have read and understood the information sheet for this study. Q
2. I have had the opportunity to consider this information and to ask questions and 
have had these answered satisfactorily. I I
3.1 understand that my participation is voluntary and that I am free to withdraw from 
the study at any time, without giving any reason. EH
4.1 give permission for the interview to be audio-recorded. I I
5.1 agree to take part in the above study. I I
Date:
Name of Participant: 
Signature: _
Version 1.0, February 26th 2009
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Appendix 9
Feedback of Results to Participants -  Study 1
Food related care of people with dementia: A qualitative study of informal caregivers 
in the community. 
Aims and method
The aim of the study was to explore the experience of a caregiver of a person with dementia 
and their food related care for a person with dementia. Through interviewing 25 participants: 
10 informal male caregivers, 10 informal women caregivers and 5 formal caregivers (i.e. 
care assistants), we were able to outline a pattern of decline that a person with dementia 
experiences in terms of food procurement, preparation and consumption and how their 
caregivers observed these changes and adapted to them.
The data was analysed through Thematic Analysis and below is an overview of the results 
found.
Results:
Food shopping
Food shopping was the first food related process that the caregiver (CG) took charge of as 
the ability of the person with dementia (PWD) to shop for food declined rapidly. The PWD 
would forget how to get to the shops, struggled with handling money to pay for food or 
would select food that they already had at home. Other difficulties the CG had with the PWD 
was when they questioned every item that the CG selected and for some PWD mobility had 
decline making this increasingly difficult for the CG to shop for food while the PWD was 
with them.
Caregiver’s Coping and adapting
Coping skills adapted by the CG were from their own experience and intuition rather than 
advice or information from other sources. The female CGs responsibility increased in terms 
of driving and handling the finances which increased burden of caring. Many CGs found that 
they maintained a similar diet as before and selected the same food when shopping. The CG 
was able to base their food choices on what they knew the PWD enjoyed. The female CGs 
would buy the same products as before but for some of the men they adapted to their new 
role in food shopping and would base it on what was bought before or alternatively would 
find it more convenient to buy ready meals. This eliminated unnecessary strain and burden 
that the CG would have otherwise and allowed them more time to tend to the PWD in other 
ways, such as, giving them more time for house chores or days out.
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Food preparation
Food preparation for the PWD was a slower progression of decline compared with food 
shopping. Many were still able to assist the CG, for example by laying the table but cooking 
and preparing the food were difficult and to a certain extent dangerous and hazardous. They 
put themselves and others in danger by leaving gas on or burning themselves. The CG would 
take precautions by removing sharp knives or electrical appliances in the kitchen particular if 
the PWD lived alone. Others preferred to order and receive meals on wheels (particular the 
male CG) as this was the easiest and safest option.
Male caregivers adapting to cooking
For male CGs preparing food was a new experience however, they found adapting to the role 
a challenge. A couple of the men CG who had never cooked before went on cookery courses 
and specific classes for caregivers and food. They found this very supportive and gave them 
the opportunity to learn and experiment with different cooking techniques and flavours. 
Encouraging the PWD to help prepare fo o d
The CG did view having the knowledge to cook as an important element to support the PWD 
but also felt the PWD were able to support the caregiver by contributing in small ways such 
as laying the table. The difficulties arose when the PWD had no capacity to assist the CG 
with the preparation food. This added to the CG’s sole responsibility and increased the 
burden of food preparation. This is where some CGs felt that professional help and support 
would be needed in order to reduce the strain of everyday food preparation such as the 
cooking, dishing up and cleaning up.
Eating
It was important to the CG for both them and the PWD to eat a varied diet and maintain the 
same diet as before diagnosis. The CG would continue in the food choices that the PWD 
enjoyed before diagnosis and even though certain PWD would show no preference in food 
the CG would take comfort in knowing that the food presented to the PWD would have been 
something they ate in the past. For many of the PWD there had been a change in diet 
preference particularly for eating more sweet flavoured food i.e. chocolate.
Change in eating habits
Their eating habits had changed whereby they refused or showed no interest in eating certain 
food such as carbohydrates, vegetables and fruit. Many CGs had concerns on the PWD’s 
loss of appetite and weight deterioration. They noticed that over time the PWD would eat 
less and gradually lose a substantial amount of weight. The PWD would either refuse to eat, 
eat smaller portions or eat slowly and as a result would not be eating enough food.
Solving eating problems
The decision on what to eat on the plate also became increasingly difficult as the PWD found 
decision making difficult. To overcome the problems of appetite and weight loss, the
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caregiver would take extra time and care to sit with the PWD, prompt and encourage them to 
eat. If the PWD were dependent on eating the caregiver would take the time to feed them, 
again with prompting and encouragement. It was a common theme for the PWD to play with 
their food, moving the food round the plate and offering other people around them if they 
wanted their food.
Deterioration in the way the PWD ate
The way in which the PWD ate also becomes a progressive decline, with the inability to use 
cutlery appropriately, finding it difficult to judge special awareness i.e. how close to put the 
food to the mouth or holding things upright and as well as the inability to use condiments 
appropriately. The PWD could not recognise or properly use the utensils and this 
demonstrated the progressive decline in their independence in eating the food.
Strategies to solve these issues
The CG formed strategies to assist and help the PWD to make the mealtime easier and more 
enjoyable to manage. This would be done by cutting the food for the PWD to make it easier 
for the PWD to pick up food with their fork, having finger foods and where possible 
avoiding sloppy food such as soups. The caregiver would avoid putting condiments in front 
of the PWD as a lot of the time they would put too much or a bit of everything on all the 
food and spillages would occur. Another problem would be keeping the plate upright or the 
food on the fork as the PWD was either tilt the plate and spillages were common during 
consumption. Therefore the CG would try to keep things upright and avoid spillages by 
either helping the PWD with eating or having extra precautions such as having special trays 
or towels on their front to avoid staining the clothes.
Information and support received by the caregivers
The majority of the participants received no or very little support in the area of food care.
For those with PWD in the more advanced stages the CG would have liked more information 
and help, especially with assisting in weight loss issues and help in the home with 
preparation. The main source of support was from the Alzheimer’s society who arranged 
monthly meetings for informal caregivers and coffee morning called ‘forget me not café’. 
They also organised food courses and handed out materials on food but this was generally on 
healthy eating i.e. five fruit and vegetables and not so much on managing food care.
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Appendix 10
Further Support Information -  Studyl
Table of contacts and locations that will be used for advertising and recruiting
NAME AND ADDESS OF 
ASSOCIATION
WHAT THEY DO WHICH
PARTICIPANTS 
CAN BE 
RECRUITED 
THROUGH 
ADVERTISING
Michael Frith’s Chemist 
Cheam village
Have local customers who are known to 
the chemist’s staff
Informal carers
Age Concern Croydon 
158-162 London Road 
West Croydon 
Surrey 
CR0 2TD
Tel: 020 8680 5450 
Email:
acc(®,aeeconcemcrovdon.ora.uk
A voluntary organisation which exists to 
serve the interests of all older people in 
the London Borough of Croydon. We 
provide a wide range of services, from 
information and advice about an extensive 
range of issues of importance to older 
people, to insurance services, 
volunteering opportunities, and support 
for those who may be housebound or 
isolated.
Formal (self- 
employed Help at 
Home workers) and 
informal cares
Croydon Carers Centre
12 Katherine Street, Croydon, 
CR0 1NX.
Tel: 020 8688 7219
Email:
crovdoncarersfS),hotmail.co.uk
The charity is the largest of three main 
carer organizations in the Croydon area. It 
is the only one providing a 
comprehensive range of services as other 
charities provide special specialist 
services such as home care and visiting. 
While there is a degree of overlap in 
provision, in practice the charities act as a 
network, making referrals to each other 
and acting in concert to support carers' 
needs in Croydon. The charity works 
closely with Carers UK, Princess Royal 
Trust, and other carers' centres. All 
Volunteer training is conducted to 
accredited and approved standards at 
National Carer Organization Centres.
Formal (independent 
volunteers of the 
charity) and informal 
carers
Selsdon Community centre 
132 Addington Rd 
South Croydon, CR2 8LA 
020 86574300/ 020 8651 1111
It is a community centre for the retired. 
They have various meeting for current 
and former carers of people with 
dementia once a month.
Informal carers
Croydon Clocktower 
Katharine Street 
Croydon 
CR91ET
They is a library and a café with a cinema 
and other community services such as art 
exhibitions and IT classes
Informal carers 
The retired 
community go to the 
library often and visit 
the café as they have 
live jazz music every 
week during lunch 
time and the food is 
cheap.
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Appendix 11
Interview Schedule -  Study 1
Section A: Caregiver introduction
Questions: Probes:
I would like you to describe your 
relationship with the person with dementia 
and under what circumstances you care for 
them?
i.e. do you live with them or do you visit 
them on a regular basis?
What type and stage of dementia are they? Early, mid or late stage?
Could you describe the progression of their 
illness and the growing dependence of daily 
living activities?
What you have observed over the time the 
have had dementia
What they have been able to do at the 
start of diagnosis till now
Section B
Could you describe how independent the 
person with dementia is with:
A) Food shopping, at the point of diagnosis 
till now?
Do they chose and buy their own food?
Could you describe how independent the 
person with dementia is with:
B) Food preparation, at the point of 
diagnosis till now?
Are they able to prepare the food 
themselves?
Can they cut and use a knife andfork 
independently or do they need 
assistance?
Could you describe how independent the 
person with dementia is with:
C) Eating, at the point of diagnosis till 
now?
Does the person with dementia require 
close supervision while feeding?
Does the person with dementia require 
physical help with feeing?
Could you describe the progression of their 
eating habits and what type of food they eat 
now?
i.e. do they eat a variety of foods? Does it 
have to be a soft food?
(1) The extent to which people with dementia being cared for are involved in their fooc
related life (i.e. food shopping, preparation and eating (i.e. choice and timing of
meals and drinks).
258
Section C: Critical Incidence Technique (CIT)
The aim is to describe specific incidents in as much detail as possible. Focussing on 
providing solutions to practical problems, with questions allowing the participants to 
describe:
(2) Good and bad occasions in relation to food procurement, preparation and consumption.
(3) Measures taken to handle or manage the situation.
(4) Suggestions for measures that could prevent bad situation from happening
Questions: Probes:
I would like you to describe specific 
incidences in as much detail as possible of 
food related occasions.
Please could you describe one good and 
one bad incidences regarding each of the 
following:
a) Food shopping
b) Food preparation
c) Eating
Can you think of a specific 
incident?
Which one would you like to 
describe first?
What happened in the situation? What incident/situation was this? 
When was it?
What happened?
What was the outcome or result of this 
food event?
What was the specific outcome of 
action taken?
How did you react?
How did the person with AD 
react?
How did it make you feel?
What were you thinking?
Why was this action effective or what more 
effective action might have been expected?
How do you believe this would 
have made any difference?
Were there any positive/negative 
results of this experience?
Section D: Support and Information satisfaction
(5) Opinions on professional help and information given
Questions: Probes:
What are your opinions on the 
professional help provided and 
information given to help with: A) 
Feeding people with dementia: B) 
other areas in food?
Do you feel satisfied with the availability 
of staff/food related materials ?
How do you feel things may be 
improved?
Version 1.0 April 2009
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Appendix 12
Example Transcript -  Study 1
Progression of Daily Living Activities
She wasn’t managing her affairs. So I was helping her with her affairs, like doing her 
banking, taking her to the bank, taking her to the doctor. If she phoned the bank 
about anything, she’ll ask them to speak to me. So were forth coming and her papers 
were in a muddle so I’d help her sort her papers in folders, so you know, they would 
be in one place. She was always rummaging and rummaging in paper bags and 
moving things. That’s always a classic sign! Always putting things in paper bags and 
taking them out and then putting them back into the bag. But then her medication, I 
realised she was having problems with taking her medication. I had to take control 
and managed to get the social services involved. They got her a carer who supervised 
her medication and to make sure she had something because I used to go almost 
every day to see that she had a meal and she wasn’t too bad.
Food Shopping
We used to take her shopping. She used to love cooking. She used to love 
cooking for me and my friend, we’ve got another friend. So we’d buy food 
stuff, we’d buy and she’ll cook it and she’ll put aside for us. Then you know, 
she wasn’t managing very well. It got to the stage where I’d do her shopping 
for her and take it for her and she wasn’t eating at all. I then I used to find that 
the shopping out of the freezer turned off. So I don’t know what she was doing, 
whether she was throwing it away. I’d take the shopping on a Sunday and 
Monday the carer would go in and there was nothing in the freezer, nothing in 
the fridge. I don’t know what is happening. We used to have to take her 
shopping but prior to when we noticed the dementia she would go shopping.
But my friend and I tended to take her to do a big shop.
Food Preparation
The carer spoke to me because the carer expected to find food to cook for her.
When I did get the carer to go in and make sure she had something to eat in the 
morning and leave a snack. She’d used to go into the kitchen because she lived 
in her own home but you didn’t leave anything around, you know only things
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that wouldn’t really matter if she left it about. She used to cook for me and my 
friend and we used to look forward to that but then all that stopped. One day I 
asked her to do some chicken because she would do very nice and season it up 
nicely and I noticed that she didn’t really know what to do, so I sort of rinsed 
the chicken off and sprinkled it but she couldn’t do it and that’s when it hit me 
that she just couldn’t do those things. She liked cappuccino so she could put 
the water in and mix it all up. So she could do that! But then just before she 
went into sheltered housing it wasn’t happening because as I say I used to go 
pretty often almost every day when I could and I used to make cups of tea.
Food Eating
When I went in I even used to sit and eat with her to try and get her to eat. She 
used to leave the sandwich to the side and this time she liked sweet food and 
would eat cake and muffins and apple pies but the savoury food she wouldn’t 
eat and yet she was someone who used to really eat heartily and eat many 
things, healthy things because she had a long diet sheet and she used to try and 
stick to the diet. She wasn’t aware she was getting that way either. I prepared 
something for her to eat I would stay with her but she took ages and that was 
very progressive. She would eat the cakes, biscuits and apple pies no matter 
how many you’d buy she’d eat them all. She seemed to have gone off meat, 
vegetables. I’d have to sit there and encourage her to drink it she wouldn’t 
drink otherwise but she used to like diet coke so I used to buy her that and she 
would drink that. So if I left it there I know that she would drink it. A fork. 
That was when she was ok. I used to cut the food up for her but she wouldn’t 
want to eat it so the carer had to persuade her. The carers sometimes had to sit 
and eat with her and say look its nice! Let’s eat together and try and do it that 
way. Most of the time she didn’t eat all and would say she’d eat it later on. But 
we knew she wouldn’t eat it later on. She went into a nursing home and that 
there, again she wasn’t eating and I’d spend hours there helping her, I ’d cut the 
food and she’d scatter the food she wouldn’t let me feed her. She’d sit there 
scattering the food and then she’d stare at it and scatter it and it got so bad that 
she got to see the dietician
So it was hard, it still is difficult at the moment but she has improved a lot with 
her eating. At first I’d sit with her for two hours and if she had two mouths full 
it would have been plenty and the weight was just falling off. But I maintain 
that if she’s having the tablets she must have something to eat. So this is where 
the nourishing drink came in and she was prescribed to have that three times a 
day if necessary but if she had the meal reasonably well than but at the moment 
she isn’t having it only if she doesn’t have anything to eat. But her eating has 
improved over the last two months and she has put on some weight and her 
face is looking a bit fuller. The chef is very good when she got ill first she 
would not eat any savoury foods and she loved curries but she wouldn’t eat it. 
But lately she eats it and we would take her out, take her out for her birthday 
she wouldn’t eat anything. We would order her food and she wouldn’t eat 
anything.
It’s like with the eating, the brain isn’t getting the messages because she’ll pick 
the food up or I’d tend to pick it on the fork and she’d put it off again or she’ll 
try to feed me. At least I could sit there but the staff couldn’t take that time. I 
would stay for the whole of the visit sometimes two three hours and I’d be the 
last one to go. I don’t think everybody likes that but for some reason the eating 
has really been affected but others they’ll eat up and eat a lot. But she’ll scatter 
it and the food will get cold. I’ll try and encourage her but that has improved 
tremendously so now when I go and I see her eating I leave her there I don’t 
want to disturb maybe towards the end while she’s having her pudding.
Bad Incidents Food Shopping
What we hadn’t recognised was we never checked her cupboards before we 
went shopping. We never checked because when I had to go and clear her 
place out there was so much food. Olive oil because we used to go and buy 
from Macro and buy in bulk and when you’re living with somebody you don’t 
see it. We couldn’t see why does she need all of this? Rice, beef, everything 
you name it she had it, cereals some of it was out of date. Some of it we 
managed to pack up and send home to her relatives. Not small packets! Large 
packets as there were so much food in the cupboard. It was a lot when I tell
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you. Pastas she had a cupboard and it was all stacked. She had all these things 
we hadn’t thought about that and every month she’d say she wants to go 
shopping because she lived alone and because she used to cook for us as well 
we thought obviously she used up but it wasn’t it was just there.
Bad Incidents Food Preparation
One day the carer went and she called me at home to say she had to call the fire 
brigade because there was smoke in the place what had happened was she must 
have put something on the cooker and forget to take it off. So I had to 
disconnect the cooker. The microwave she nearly blew up so I had to 
disconnect all that. So she had to have somebody going in three times a day to 
give her meals.
Bad incidents Eating
When I took her to the doctor for an appointment she had lost so much weight 
that the doctor took her off all tablets. She must have dropped a couple of 
stones and he took her off all tablets.
She couldn’t take the tablets without eating so the dietician told us to give a 
cream with her meals, extra cream in puddings, rice puddings, soups and the 
nourishing drinks they provided for her so that so that if she didn’t have her 
meal she would have her drink because obviously it would balance and she 
liked them because it was sweet but she didn’t have it right away we had to 
encourage her to drink it.
Food Information and Support Services
We haven’t been given any advice about food. I haven’t been given any 
booklets or leaflets. There was no information from dieticians at all. No one 
came in to say you can eat that or you must not eat that. We had a lady from 
the Alzheimer’s society and there were so many questions I wanted to ask her 
but she was really here for her purposes and me filling in these forms. Things 
for what we can claim for but she has put my name down for a caregiver’s 
course and that’s one of the things I wanted to ask about. Such as; low 
carbohydrates diet is good and lot of vegetables and what kinds of food to
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avoid and that side of things. I don’t know anything about it. They do have 
kitchen at the Alzheimer’s society but I don’t know if they have any guidelines 
to help caregivers. I don’t know anything about that side of it but I’ve always 
been interested in diet. I don’t know what this cooking course is about I’ll find 
out in January. I would like to ask a few questions about that but they only 
seem to have one person who is the outreach worker for Croydon and they 
must be over worked. We found that at the social services they took such a 
long time to help us and when they said they were going to turn up they didn’t. 
People just seem to drop off.
I can ask this psychiatric nurse that works at the centre about food but I mean have 
you read anything up about food and what difference it makes? I know they have 
done a lot about food but they haven’t really come up without a solid conclusion. 
Nothing has been proven. I know they say oily fish is good for memory. It’s just the 
thing that’s good for your heart really. It’s just the same thing. Low fat. I do try 
anything that I can in terms of meetings with the Alzheimer’s society. There is the 
café every month at the Church and it’s always packed. Some of the caregivers are 
quite young there. In their sixties, my husband is probably one of the older ones. It 
must be difficult for carers that are male especially are they’re not domesticated. If 
they’re not use to cooking or doing the shopping it must be a challenge. Before 
discovering the Alzheimer’s Society I was trapped because we couldn’t go out for 
meals or family weddings and I couldn’t go on me own I couldn’t leave him with 
anybody I just didn’t go. I don’t often go out on my own but now Gordon paints and 
on a Wednesday he has lunch there and stays at the art club so it gives me a few 
hours to go to Croydon and back.
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Appendix 13
Ethical Approval -Study 2
Ms Mia Papachristou 
Psychology 
FAHS
Ethics Committee
29 July 2010
Dear Ilia
Evaluating food related processes and quality o f life for caregivers of people with 
dementia through a quantitative study EC/2010/61/FAHS
On behalf of the Ethics Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis - described in the submitted protocol and supporting 
documentation.
Date of confirmation of ethical opinion: 29 July 2010,
The final list of documents reviewed by the Committee is as follows:
Document tDate!lT::||ffl:::
Summary of the project 29 July 10
Detailed protocol for the project 29 July 10
Information sheet for participants 29 July 10
Consent form 29 July 10
Questionnaire/interview schedule 29 July 10
British Society of Gerontology confirming permission to advertise through them 29 July 10
Frith Pharmacy confirming permission to advertise through them 29 July 10
Table of contacts and locations 29 July 10
Draft email advert 29JulyT0
This opinion is given on the understanding that you will comply with the University's Ethical 
Guidelines for Teaching and Research. If the project includes distribution of a survey or 
questionnaire to members of the University community, researchers are asked to include a 
statement advising that the project has been reviewed by the University's Ethics Committee.
The Committee should be notified of any amendments to the protocol, any adverse reactions 
suffered by research participants, and if the study is terminated earlier than expected with 
reasons. Please be advised that the Ethics Committee is able to audit research to ensure that 
researchers are abiding by the University requirements and guidelines.
You are asked to note that a further submission to the Ethics Committee Will be required in the 
event that the study is not completed within five years of the above date.
Please inform me when the research has been completed.
Yours sincerely
Glenn Moulton
Secretary, University Ethics Committee 
Registry
cc: Professor S Williamson, Chairman, Ethics Committee
j r  UNIVERSITY OF
SURREY
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Appendix 14
Questionnaire -  Study 2
Food Related Process Q uestionnaire  for Caregivers o f  P eop le  w ith  Dem entia  
Invitation
You are invited to  take part in a research study. Please read th e  following  
information carefully so that you understand w hy th e  research is being d o n e  and 
w hat it involves. The questionnaire will take approximately 20 minutes. You may  
find th e  questions repetitive but this is to  ensure consistency throughout each  
sections. Please give com pleted  questionnaire either directly to  th e  researcher or in 
self  addressed envelop  provided for postage.
The purpose o f  this questionnaire
The research forms part o f  a PhD thesis  which will find out the role o f  food  related  
processes in th e  care o f  people  with Dementia.
W ho this q uestionnaire  is des igned  for?
This questionnaire is directed to  th e  main person w ho is or has looked after 
s o m e o n e  with dem entia  and has been  involved with their day to  day food related  
care. This includes th e  three main areas: Food shopping, preparation and 
consum ption. You may find that not all three areas are directly linked with th e  care 
that you have given but it is suggested  to  read through all questions in case there  
are aspects which you feel you have experienced or are able to  give your opinion  
from an observational point o f view. For example; perhaps you have not been  
involved in food shopping for th e  person you care for but may be able to  answer  
th e  question.
Do I have to  take  part? No, you do not have to  take part. Declining to  take part will 
not have any negative impact on th e  services received.
Will my taking part in this study be kept confidential?
Yes, all o f  th e  information you provide will be kept strictly confidential and you will 
not be m entioned by nam e in any reports and will remain anonym ous. If it becam e  
apparent that through your answers on the questionnaire that you w ere  under a lot 
o f  stress and burden th e  researcher will contact you to  speak about if you would  
w ant further advice and support.
W hat are th e  possib le  risks taking part?
Filling out th e  questionnaire could be distressing as it is a sensitive topic therefore  
you can stop at any tim e and th e  information will not be used in this study.
W ho is organising th e  research?
The study is being run by th e  PhD researcher, Ms Ilia Papachristou.
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Contact d eta ils
Thank you for giving this study your consideration. If you have any further questions  
or concerns please contact:
Ms Ilia Papachristou
PhD Researcher
University o f  Surrey Study con tact num ber: 07786
6 2 4855
School o f  Human Science Email:
i.papachristou(5)surrev.ac.uk Guildford, Surrey, GU2 7XH, UK
Contact d eta ils to  an in d ep en d en t person  for any con cern s you  m ay have:
M onique Raats: Email: nn.raats@surrev.ac.uk
Address: Department of Psychology 
Faculty of Arts and Human Sciences 
University of Surrey 
Guildford 
Surrey GU2 7XH,
UK
This study has been reviewed and given a favourable ethical opinion by the 
University o f Surrey Ethics Committee
G eneral Instructions
The answer to m ost questions can be indicated by ticking th e  appropriate answer
e.g. Gender (please tick) D  Female /  v D
Male
or if th e  answer requires you to  write num bers or a sen tence ,  space is provided  
after each question. ._______.__________________-  .
G eneral Background Inform ation
Are y o u  D  Female /  D  Male
What is your relationship with th e  person you care for?
0  spouse/partner 
D  son 
0  daughter 
0  friend
0  neighbor ___________  . __________ __ __________________ ___________
Other, namely:
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What type o f  dem entia  d oes  th e  person you care for have?
What is th e  severity o f  dem entia  o f th e  person you care for?
□  Mild: th e  person can live independently  for th e  m ost part, with adequate  
personal hygiene and relatively intact judgment, but social activities and 
em ploym ent are both significantly impaired.
□  Moderate: formal em ploym ent is no longer possible and independent living is 
fraught with hazard to  th e  extent that limited supervision is required.
□  Severe: there is severe impairment o f  daily activities (like minimal personal 
hygiene), and continual supervision is needed . The patient is entirely 
d ep en dent on th e  caregiver for survival. Recognizing familiar and unfamiliar 
people  in th e  environm ent is often no longer possible.
How long have you been caring for your loved  
one?
Do you live with your loved one? [please tick one)
□  yes D  no
If no, do th ey  live alone? [please tick one)
□  yes □  no
If no, p lease specify:
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Shopping for food
The following questions ask about how  much you have experienced certain 
e lem en ts  in food shopping since th e  person you care for has been  diagnosed.  
Please  try to  an sw er  all q uestions  simply by ticking th e  a n sw er  th at  you  think  
applies  to  you.
The way 1 shop for food and drinks has □ □ □ □ □
changed since diagnosis not at all slightly moderately very
much
extremely
1 am able to discuss shopping for food □ □ □ □ □
and drinks with the person 1 care for not at all slightly moderately very
much
extremely
1 am able to encourage the person 1 □ □ □ □ □
care for to shop for food and drinks not at all slightly moderately very
much
extremely
1 am satisfied with the routines around □ □ □ □ □
shopping for food and drinks not at all slightly moderately very
much
extremely
Since diagnosis, 1 am more responsible □ □ □ □ □
for shopping for food and drinks not at all slightly . moderately very
much
extremely
1 have had to learn new skills to shop □ □ □ □ □
for food and drinks not at all slightly moderately very
much
extremely
1 have to drive more to shop for food □ □ □ □ □
and drinks not at all slightly moderately very
much
extremely
1 have to deal more with finances □ □ □ □ □
relating to shopping for food and 
drinks
not at all slightly moderately very
much
extremely
The way food and drinks are shopped □ □ □ □ □
has been simplified not at all slightly moderately very
much
extremely
The time spent shopping for food and □ □ □ □ □
drinks has increased not at all slightly moderately very
much
extremely
Routines around shopping for food □ □ □ □ □
and drink are challenging not at all slightly moderately. very
much
extremely
The person 1 care for helps me with □ □ □ □ □
shopping for food and drink not at all slightly moderately very
much
extremely
The type of food and drink 1 choose to □ □ □ □ □
shop for has changed since diagnosis not at all slightly moderately very
much
extremely
1 prefer to shop for food and drink □ □ □ □ □
independently not at all slightly moderately very
much
extremely
1 prefer to shop for ready meals or □ □ □ □ □
order meals on wheels not at all slightly moderately very extremely
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m u c h
The person I care for is able to food 
and drinks shop independently
I find food and drinks shopping 
stressful at times
I find aspects of food and drinks 
shopping difficult
The ability of the person I care for to 
shop for food and drinks declined 
rapidly after diagnosis
I have adapted well to changes for 
food and drink shopping
Shopping food and drinks has a 
negative effect on my emotional 
wellbeing
It is important that the person I care 
for assists me with shopping for food 
and drinks
I receive help from other people to 
shop for food and drinks
The person I care for buys food and 
drinks that are not needed
It is hazardous to leave the person I 
care to shop for food and drinks
I cope well with shopping for food and 
drinks
I would like more information on 
adapting to shopping for food and 
drinks whist caring for a person with 
dementia
I find shopping for food and drinks 
enjoyable
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
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Food preparation
The follow ing questions ask about how  much you have experienced  certain  
e lem en ts  in food  preparation since th e  person you care for has been  d iagnosed. 
P lease  try to  an sw er all q u estio n s sim ply by ticking th e  an sw er th at you  think  
ap p lies to  you.
The way 1 prepare food and drinks has □ □ □ □ □
changed since diagnosis not at all slightly moderately very
much
extremely
1 am able to discuss preparing food and □ □ □ □ □
drinks with the person 1 care for not at all slightly moderately very
much
extremely
1 am able to encourage the person 1 □ □ □ . □ □
care for to prepare food and drinks not at all slightly moderately very
much
extremely
1 am satisfied with the routines around □ □ □ □ □
preparing food and drinks not at all slightly moderately very
much
extremely
Since diagnosis, 1 am more responsible □ □ □ □ □
for preparing food and drinks not at all slightly moderately very
much
extremely
1 have had to learn new skills to □ □ □ □ □
prepare food and drinks not at all slightly moderately very
much
extremely
1 have to deal more with cooking □ □ □ □ □
not at all slightly moderately very
much
extremely
1 have to deal more in terms of laying □ □ □ □ □
the table and cleaning after meals not at all slightly moderately very
much
extremely
The way food and drinks are prepared □ □ □ □ □
has been simplified. not at all slightly moderately very
much
extremely
The time spent preparing food and □ □ □ □ □
drinks has increased not at all slightly moderately very
much
extremely
Routines around preparing food and □ □ □ □ □
drink are challenging not at all slightly moderately very
much
extremely
The person 1 care for helps me with □ □ □ □ □
preparing food and drink not at all slightly moderately very
much
extremely
The type of food and drinks 1 choose to □ □ □ □ □
prepare has changed since diagnosis not at all slightly moderately very
much
extremely
1 prefer to prepare food and drinks □ □ □ □ □
independently not at all slightly moderately very
much
extremely
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I prefer to prepare ready meals or 
receive meals on wheels
The person I care for is able to prepare 
food and drinks independently
I find food and drinks preparation 
stressful at times
I find aspects of food and drinks 
preparing difficult
The ability of the person I care for to 
shop for food and drinks declined 
faster than their ability to prepare 
food and drinks
I have adapted well to changes to food 
and drinks preparation
Preparing food and drinks has a 
negative effect on my emotional 
wellbeing
It is important that the person I care 
for assists me with food and drinks 
preparation
I receive help from other people to 
prepare food and drinks
The person I care for hoards food and 
drinks at home
It is hazardous to leave the person I 
care for to prepare food and drinks (i.e. 
alone in the kitchen with gas or 
electrical utensils)
I cope well with preparation food and 
drink
I would like more information on 
adapting to food and drink preparation 
whist caring for a person with 
dementia
Training and education in food and 
drink preparation would be useful in 
regards to dementia
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much□ □ □ □
not at all slightly moderately very
much
□ □ □ □
not at all slightly moderately very
much
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
□
extremely
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I find food and drink preparation 
enjoyable
Food consumption
□ □ □ □ □
not at all slightly moderately very extremely
much
The follow ing q uestions ask about how  much you have experienced  certain  
e lem en ts  in food  consum ption with th e  person you care for. P lease try to  an sw er  
all q u estio n s sim ply by ticking th e  an sw er th at you  th ink ap p lies to  you .
Supporting th e  person 1 care for □ □ □ □ □
to  eat and drink has changed not at all slightly moderately verymuch
extremely
since diagnosis
1 am able to  discuss eating and □ □ □ □ □
drinking with th e  person 1 care not at all slightly moderately verymuch
extremely
for
1 am able to  encourage the □ □ □ □ □
person 1 care for to  eat and not at all slightly moderately verymuch
extremely
drink
1 am satisfied with th e  routines □ □ □ □ □
around eating and drinking not at all slightly moderately verymuch
extremely
Since diagnosis, 1 am more □ □ □ □ □
responsible for w hat the not at all slightly moderately
very
much
extremely
person 1 care for eats and
drinks
1 have had to  learn n ew  skills to □ □ □ □ □
help with eating and drinking not at all slightly moderately very
much
extremely
1 have to  deal more with □ □ □ □ □
monitoring th e  person 1 care not at all slightly moderately very extremely
for in term s o f  eating and much
drinking
Smaller portions are served □ □ □ □ □
not at all slightly moderately very
much
extremely
Eating and drinking has been □ □ □ □ □
simplified not at all slightly moderately
very
much
extremely
The tim e spent eating and □ □ □ □ □
drinking has increased not at all slightly moderately verymuch
extremely
Routines around eating and □ □ □ □ □
drinking are challenging not at all slightly moderately verymuch
extremely
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I help th e  person I care for with  
eating and drinking
The typ e o f  food  and drink th e  
person I care for ch o o ses  to  eat  
and drink has changed since  
diagnosis
I prefer that th e  person I care 
for ea ts and drinks 
independently
The person I care for is able to  
eat and drink independently
I find eating and drinking with  
th e  person I care for stressful at 
tim es
I find asp ects o f  eating and 
drinking difficult
The ability o f th e  person I care 
for to  prepare food  and drink 
declined faster than their  
ability to  eat and drink
I have adapted w ell supporting  
eating and drinking
Eating and drinking has a 
negative effect on my 
em otional w ellbeing
It is im portant that th e  person I 
care for is assisted  during 
eating and drinking 
I receive help from other  
p eop le  with th e  person I care in 
eating and drinking 
The person I care for has 
problem s sw allow ing
It is hazardous to  leave th e  
person I care for to  eat and 
drink (i.e. spillages)
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly v moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
□ □ □ □ □
not at all slightly moderately very
much
extremely
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1 cop e  w ell with eating and 
drinking
□
not at all
□
slightly
□
moderately
□
very
much
□
extremely
1 w ould like m ore inform ation  
on adapting to  eating and 
drinking for a person with  
dem entia
□
not at all
□
slightly
□
moderately
□
very
much
□
extremely
Training and education  in 
eating and drinking w ould be 
useful in regards to  dem entia
□
not at all
□
slightly
□
moderately
□
very
much
□
extremely
1 find eating and drinking 
enjoyable
□
not at all
□
slightly
□
moderately
□
very
much
□
extremely
1 enjoy eating out with th e  
person 1 care for
It can be difficult eating out 
with th e  person 1 care for
□
not at all
□
not at all
□
slightly
□
slightly
□
moderately
□
moderately
□
very
much
□
very much
□
extremely
□
extremely
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Food-Related Quality of Life
Please think o f  all th e  things you and th e  person with dem entia  do and experience  
in relation to  food  and m eals (e.g. planning m eals, shopping, preparing m eals, 
eating  m eals). Then using th e  scale below , indicate your agreem en t with each  
sta tem en t by ticking th e  appropriate box.
Food and m eals are positive □
e lem en ts  in my life strongly
disagree
W hen I think o f my next m eal, I Q  
only s e e  problem s, ob stacles strongly 
and d isappointm ents disagree
I'm generally p leased  with th e  
food  I have
□
Strongly
disagree
Food and m eals give m e □
satisfaction in daily life strongly
disagree
Food is not as enjoyable a part □
o f  my life as it could be strongly
disagree
My life in relation to  food  and □
m eals is close to  my ideal strongly
disagree
I wish m eals w ere a much m ore □
pleasant part o f my life strongly
disagree
With regard to  food , th e  Q
conditions o f  my life are strongly
excellen t disagree
I am very happy with my life in Q
relation to  food  and m eals' strongly
disagree
□
Disagree
□
Disagree
□
Disagree
□
Disagree
□
Disagree
□
Disagree
D
Disagree
□
Disagree
□
Disagree
0
Neither 
agree nor 
disagree
D
Neither 
agree nor 
disagree
0
Neither 
agree nor 
disagree
0
Neither 
agree nor 
disagree
D
Neither 
agree nor 
disagree
□
Neither 
agree nor 
disagree
□
Neither 
agree nor 
disagree
□
Neither 
agree nor 
disagree
□
Neither 
agree nor 
disagree
□ □
Agree Strongly
agree
□ □
Agree Strongly
agree
□ □
Agree Strongly
agree
□ □
Agree Strongly
agree
D □
Agree Strongly
agree
□ □
Agree Strongly
agree
□ 0
Agree Strongly
agree
□ D
Agree Strongly
agree
□ D
Agree Strongly
agree
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Read every question . Please tick each box to  th e  answ er that b est describes how  
you have been  feeling  since looking after th e  person you care for. You do not have 
to  think to o  much to  answ er. In this questionnaire, sp on tan eou s answ ers are m ore 
im portant.
DO YOU FEEL . . .
that because of the tim e you spend with the  
person you care for that you don't have 
enough tim e for yourself?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
that your social life has suffered because 
of you caring?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
stressed betw een caring for your relative and 
trying to  m eet other responsibilities 
(work/family)?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
that you have lost control of your life 
since the diagnosis of the person you 
care for?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
angry when you are around you're the person 
you care for?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
uncertain about what to  do about the  
person you care for?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
that the person you care for currently affects 
your relationship with family members or 
friends in a negative way?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
you should be doing more for the person 
you care for?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
strained when you are around the person you 
care?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
you could do a better job in caring for 
this person?
□  Never
□  Rarely
□  Quite frequently
□  Nearly always
that your health has suffered because of your 
involvement with the person you care for?
that you don't have as much privacy as 
you would like because of the person
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D  Never you care for?
□  Rarely
□  Quite frequently □  Never
□  Nearly always □  Rarely
□  Quite frequently
□  Nearly always
278
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Appendix 16
Email Response for Food Material -  Study 3
On Thu, 15/10/09, Drew Lindon <dlindon@carers.org> wrote:
From: Drew Lindon <dlindon@carers.org>
Subject: RE: Booklets on food related care for people with dementia
To: iliapapachristou@yahoo.co.uk
Cc: "Clare Wilson" <cwilson@carers.org>
Date: Thursday, 15 October, 2009, 16:05
Dear Ilia,
Fm afraid we do not have information on food related care for dementia, at 
least in terms of treating or preventing dementia with certain types of food. As I 
understand it, the evidence of direct links between food and dementia prevention is 
relatively thin, and it is an area that needs more research (which I assume may be 
relevant to your PhD). A cursory search of the internet on my part has found an 
interesting article: http://www.buzzle.com/articles/can-food-prevent-dementia.html
There is also some very doubtful ‘tips’, which I suggest should be taken only as an 
example of the range of beliefs surrounding food and dementia, rather than clinical 
truth: http://www.foodandlife.com/foodd.html
However, if you are looking for information on how to support someone who has 
dementia with their eating, there is more to choose from here. I’d suggest these 
resources may be a good start:
www.nnuh.nhs.uk/viewdoc.asp?ID=779&t=Leaflet
http://www.betterheahh.vic.gov.au/bhcv2/bhcarticles.nsf/pages/Dementia_how_to_e
ncouragehealthyeating
I hope that is helpful.
Drew
Drew Lindon | Policy & Development Manager (Service Development) | The
Princess Royal Trust for Carers
Direct: 07791 779664 | Mobile: 07791 779664
14 Bourne Court | Southend Road | Woodford Green | Essex | IG88HD
Switchboard: 0844 800 4361 | Fax: 0844 800 4362 | Web: www.carers.org |
www.youngcarers.net
Charity Registration number:
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Appendix 17: Ethical Approval -  Study 4
U NIVERSITY O F
Ethics Committee
Ilia Papachristou
Psychology
FAHS
14 July 2011 
Dear Ilia
Food booklet intervention for caregivers of people with dementia 
EC/2011/70/FAHS
On behalf of the Ethics Committee, I am pleased to confirm a favourable ethical 
opinion for the above research on the basis described in the submitted protocol and 
supporting documentation.
Date of confirmation of ethical opinion: 14 July 2011
The list of documents reviewed and approved by the Committee is as follows:-
Document  ^
Summary of the project_______________
Detailed protocol_____________________
Information Sheet____________________
Consent form ________________
Copy of questionnaire/interview schedule
This opinion is given on the understanding that you will / comply with the 
University's Ethical Guidelines for Teaching and Research, and with the conditions 
set out as follows:
* A risk assessment is carried out.
« Data is retained for 10 years in accordance with University policy.
• You consider amending the Participant Information Sheet to confirm that 
individuals with dementia will remain anonymous also.
♦ That part 7 of the 'think aloud' Information Sheet is amended to "A short
interview for feedback on the booklet will be recorded". Also, is it necessary
to confirm the next meeting (as per point 6)?
I would be grateful if you would confirm, in writing, your acceptance of the 
conditions above..
If the project includes distribution of a survey or questionnaire to members, of the 
University community, researchers are asked to include a statement advising that 
the project has been reviewed by the University's Ethics Committee.
The Committee should be notified of any amendments to the protocol, any adverse 
reactions suffered by research participants, and if the study is terminated earlier 
than expected, with reasons. Please be advised that the Ethics Committee is able to 
audit research to ensure that researchers are abiding by the University requirements 
and guidelines.
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Appendix 18
Invitation Sheet -  Study 4
Study Title: Food booklet intervention for^aregivers of people with dementia 
Invitation
You are invited to take part in a research study. Please read the following information carefully so that 
you understand why the research is being done and what it involves. Take time to decide whether you 
are interested in taking part. Please contact me if anything is not clear.
What is the purpose of the research study?
This study is to evaluate a food related care booklet that is for family caregivers of people with 
dementia in order to assist future caregivers.
Who can take part in this study?
If you are caring for somebody with dementia and are involved with his or her food shopping, 
preparation or consumption then you are welcome to join the research study. Carers must not be of 
NHs employment and must be from a charity or voluntary organisation or family, relative or friend of 
the person with dementia.
Do you have to take part?
No, you can decide whether or not to take part. If you decide to take part you will be asked to sign a 
consent form. You can withdraw at any time, without giving a reason.
What will happen to you if you take part and what will you have to do?
If you decide to take part the researcher will interview you and ask you to talk about a food booklet 
for specially for caregivers of people with dementia. A meeting will be arranged at a time and place 
which is convenient for you. The meeting will consist of a 40 to 60 minute interview.
What are the possible risks of taking part?
The risks involved may be distress caused by talking about a difficult situation. If talking about this 
does cause you to become uncomfortable then the interview can stop.
What are the possible benefits of taking part?
You will be able to voice your opinion on food related care and looking after a person with dementia. 
You will also be contributing to an important issue in today’s society.
Will my taking part in this study be kept confidential?
Yes, all of the information you provide will be kept strictly confidential and you will not be 
mentioned by name in any reports and will remain anonymous.
What will happen to the results of the research study?
The research forms part of a PhD thesis. The results may be published in scientific journals. If you 
wish, we will send you a summary of the results. You will not be identified by name in any report or 
publication.
Who is organising the research?
The study is being run by the PhD researcher, Ms Ilia Papachristou.
Who has reviewed the research?
This study has been reviewed and given a favourable ethical opinion by the University of Surrey 
Ethics Committee
Contact details
Thank you for giving this study your consideration. If you have any further questions or concerns
please contact: 
Ms Ilia Papachristou 
University of Surrey
Study contact number: 07786 624855 
email: i.papachristou@surrev.ac.uk
School of Human Science Guildford, Surrey, GU2 7XH, UK
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Appendix 20
Booklet 2 -  Study 5
Food for
thought
Taking care of people
with dementia in the area of food
294
Some of the biggest challenges of caring 
for a person with dementia involve 
eating and drinking. In this leaflet, carers 
share their experience and offer tips and 
suggestions to help overcome some of 
these difficulties.
In this information booklet, we will discuss 
three food processes:
1) Shopping
2) Preparation
3) Eating
There is also a section on diet and nutrition 
and the effect it may have on dementia, as 
well as difficulties that may occur in these 
areas, and how you can adapt and help the 
person with dementia.
Contents
Shopping 4
Going out alone and shopping 4
Driving 5
Purchasing food 7
Selecting and buying food and drink 8
Preparation 9
Safety in kitchen 11
Taking on a new role in food and drink preparation 14 
Decision making difficulties 16
Timing menu selection 16
Laying the table 17
Catering for change 18
Sharing responsibility with the person you care for 19 
Eating 21
Appetite and weight change 21
Help with choices 24
Diet 25
Methods of eating 27
Drinks and liquids 30
Helping the carers 31
Eating out 32
A little too much 33
Healthy teeth and gums 34
Useful organisations 35
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Shopping
At very early stages of dementia, the 
person you care for may decline rapidly 
in their ability to shop for food and drink. 
This may happen through their inability to 
deal with finances and in particular dealing 
with money to pay for food. In addition, 
remembering where to buy food (e.g. getting 
to a supermarket) may fade, as well as, 
difficulties with memory and driving.
Going out alone and shopping
The most worrying problem for many 
carers is the safety of the person they care 
for. Traffic presents a threat on even the 
quietest roads and crowded, busy streets 
or shopping centres can confuse and alarm. 
A person with dementia may not recognise 
even familiar places, and become lost and 
frightened. Other people are not always 
helpful and may interpret confused behavior 
as drunkenness.
If a person with dementia is shopping 
alone, there are additional problems of 
remembering what they went out to buy and 
of handling money.
4
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Possible solutions
Many carers are rightly reluctant to prevent 
the person with dementia going out alone 
as it is often the one of the few things they 
can do on their own. Encourage the person 
to walk in the park or other area safe from 
traffic and crowds. If this is not possible, 
you may have to accompany them -  
perhaps take them part of the way to a point 
where they cannot go wrong, or meet them 
on the return journey.
7 was lucky as we had a well-trained and 
trusted dog to help my husband cross the 
road and bring him home. ”
Persuade them to carry identification -  a 
bracelet or card explaining that they might 
become confused and showing where you 
can be contacted. Or sew a name tape into 
a pocket.
If they are shopping give them a clear note 
and only the amount of money they will 
need. They will be able to buy only one 
or two straightforward items. Do not be 
embarrassed to explain the problem to shop 
assistants who are usually most helpful 
once they understand.
Driving
People with dementia are able to continue 
driving in the early stages of the disease. 
However, the DVLA should be told that the 
person has a diagnosis of dementia so that 
regular checks on their ability to drive can 
be made. It is important to remember that it 
is a criminal offence not to inform the DVLA 
of a medical condition, such as dementia, 
which may affect a license holder’s ability 
to drive.
Possible solutions
Once you feel that someone should stop 
driving, broach the subject with them gently. 
Some may be pleased to be rid of the 
responsibility that driving brings. Others, 
who resent their loss of independence, may 
find giving up driving particularly hard. If 
gentle persuasion doesn’t dissuade them 
from driving, you will have to take firmer 
action. In the first instance, offer to do the 
driving (if you can) or suggest using public 
transport. If need be, hide the car keys or 
immobilise the car (go to a garage for advice 
about the easiest way to do this). You can 
also talk with your GP if you are worried 
about the fitness to drive of the person 
you care for. Remember, many insurance 
companies require a medical certificate of 
fitness before insuring older drivers.
6
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“Of course he can’t drive now you see and 
I have to do all the driving which is another 
strain really Everywhere I go I have to take 
him. The shops are walking distance but I 
have a bad leg so we do rely on the car.”
Purchasing food
Selecting food to purchase may became 
problematic and confusing for the person 
with dementia. They may experience 
difficulties deciding what they want to buy 
and as a result become overwhelmed with 
decision-making and may query items 
selected for purchase.
“I had to take her round and explain 
everything to her. She would ask questions, 
not in an aggressive way but she would ask 
questions as she can’t analyze anything. ”
During the process of shopping for food 
and drink with a person with dementia, 
various difficulties can arise, such as, 
wandering, many questions being asked 
on why certain items are selected or they 
may not be too on their steady on their feet. 
These increasing issues arise as dementia 
progresses and as a carer you will have to 
deal with this accordingly.
7
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You may have to adapt to a new routine and 
take on more responsibility, such as, driving 
and handling the finances as well as buying 
and selecting food and drink for the person 
with dementia.
You may experience strain and burden 
as the person with dementia becomes 
solely depended on their main carer for 
shopping food. The further the progression 
of dementia the less help you will receive 
from the person with dementia. The feeling 
of burden may increase as you adapt to a 
new role and routine or you may find this 
a gradual progression and therefore adapt 
easily.
Selecting and buying food and drink
Many carers find they maintained a similar 
diet as before and selected the same food 
when shopping. You can base food choices 
on what you know the person with dementia 
enjoyed before diagnosis. This may give you 
and the person with dementia a sense of 
continuity in everyday routine.
‘We are eating the same as we did during the 
war. She eats quite well and not very often 
does she go off her food, she has a healthy 
appetite. ”
8
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Previous carers have mentioned that 
shopping for food can be quite enjoyable 
and an excuse for a day out. Benefits of 
shopping for food and drink may be seen 
as a day out for both carer and person with 
dementia. This is because you can take it 
as an opportunity to go for a coffee or for 
lunch.
“It actually makes a bit o f a trip out for both 
of us.
However, people with dementia will probably 
need assistance from you to select from the 
menu and some people with dementia may 
eat slowly or feel overwhelmed by the big 
portions that restaurants would serve them.
Preparation
Abilities in food and drink preparation for the 
person with dementia decline at a slower 
rate compared to food shopping. Many 
people with dementia are still able to lay 
the table; but preparing a meal may prove 
difficult and to a certain extent dangerous 
and hazardous.
Food and drink preparation for people 
with dementia goes through a progressive 
decline to a stage where as a carer you 
may decide to intervene and take over. The 
repertoire of what a person with dementia 
prepares may decrease and range of food 
cooked may be limited. Forgetting how to 
prepare a meal is common and may become 
less frequent as the dementia progresses.
“She used to cook for me and my friend and 
we used to look forward to that but then 
all that stopped. One day I asked her to do 
some chicken because she would do very 
nice and season it up nicely and I noticed that 
she didn’t really know what to do, so I sort of 
rinsed the chicken off and sprinkled it but she 
couldn’t do it and that’s when it hit me that 
she just couldn ’t do those things. "
“My mother hasn’t 
made tea even before 
going into hospital.
I believe that with 
Alzheimer’s making 
tea is too completed 
like putting a bit o f 
water and filling it up 
with milk or put the 
water and milk with 
no tea bag and things 
like that. My mother 
used to do that sort o f 
thing. ”
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Safety in the Kitchen
As well as a progressive decline in preparing 
a meal there are additional issues whereby 
the kitchen may become a hazardous area 
for a person with dementia. This can put 
them and others in danger, for example, 
leaving gas on or burning themselves. 
Specific incidents mentioned by previous 
carers include a person with dementia 
scolding their arm on the hob with boiling 
water, turning the gas on and forgetting 
about it or leaving food cooking unattended 
for a long period. All these incidents can 
be very worrying for a carer and you will 
need to be cautious that the person with 
dementia does not harm himself or herself.
Possible solutions:
Taking precautions to eliminate such 
dangerous incidents can be achieved 
by removing sharp knives or electrical 
appliances in the kitchen, particularly if 
the person with dementia lives alone. You 
may decide not to allow the person with 
dementia into the kitchen because of these 
dangers mentioned above. The techniques 
could be seen as extreme measures but it 
may be the only way to prevent accidents 
and protect the person with dementia and 
their home when preparing food and drink.
“One day the carer 
went and she called 
me at home to say 
she had to call the 
fire brigade because 
there was smoke 
in the place. What 
had happened was 
she must have put 
something on the 
cooker and forget 
to take it off. So I 
had to disconnect 
the cooker. She 
nearly blew up the 
microwave, so I had 
to disconnect that. 
After that she had 
somebody going in 
three times a day to 
give her meals. "
11
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It is possible to have a special gas tap fitted 
that a carer can turn off when leaving the 
home. This means that the person with 
dementia will only be able to cook when 
someone is with them. Having the gas tap 
fitted is often a hard decision to make as 
the person with dementia may feel they are 
losing some of their independence.
Make sure there is a smoke alarm, but not in 
the kitchen itself or directly outside it. Heat 
from cooking can set it off unnecessarily. 
The smoke alarm should be in the hall. A 
microwave oven can make cooking easier.
It can also be used to reheat food. However, 
be aware that food and liquids can become 
very hot and make sure that the person with 
dementia does not put metal containers or 
cutlery in a microwave oven.
“Food was never one o f her problems really, 
she cooked, she was a good cook. And then 
we couldn’t let her cook, use the cooker, for 
fear o f explosion and then we got meals on 
wheels. She would leave the gas on and I 
had to go round checking that everything 
was switched off properly. You have no idea 
actually how bad it is looking after someone 
like that. "
Replacing gas with electric cookers may 
help. Microwave ovens also avoid the risk 
of oven and hobs being left on. However, it 
is important to ensure that the person with 
dementia is happy and able to use the new 
appliance.
Food storage can be a problem for people 
with dementia who are living alone. They 
may eat food that is past it sell-by-date or 
leave food to spoil in the fridge. Check food 
cupboards and fridges regularly and throw 
away any unsafe food. Some people with 
dementia may eat non-food items, such as 
pot-pourri, or inappropriate foods, such as 
pet food. If necessary, keep such items out 
of sight.
Taking on a new role in food and drink 
preparation
Preparing food and drink can be a new 
experience for some carers. You may have 
to adapt to this new role out of necessity. 
However, you may also view it as a learning 
and enjoyable experience. You can gain 
confidence in preparing food and develop 
new cooking skills.
Adapted to your new role successfully may 
be achieved by having a practical outlook 
and developing cooking skills, for example, 
by attending a cookery course or specific 
classes for care on food. These can be 
available through your local council or 
Alzheimer’s organisation. Being confident 
in the kitchen can give you a sense of 
control and provide you with security that 
the person with dementia will be receiving a 
good diet and be fed well.
You might find that it is more convenient, 
particularly people with dementia who are 
living alone, to buy and receive ready meals 
or meals on wheels. This may eliminate 
unnecessary strain or burden and give you 
more time to spend with the person you are 
caring for.
“I do all the preparation at home now. It 
just dawned on me that I needed to do the 
cooking and I went on a cookery course 
and from there it just progressed. I do all the 
cooking and all the preparation. She can still 
make a cup of tea, set the table and wash the 
dishes but the food itself I do all that, it is all 
my responsibility. I realized that I had to learn 
to cook and having done that it, o f course one 
overtook the other. I don’t think I was too early 
in doing it in fact I was on the late side. I can’t 
say it happened overnight".
You may find it important that the person 
with dementia is able to support you by 
contributing in small ways, such as laying 
the table. Difficulties may arise when the 
person with dementia has no capacity to 
assist with food preparation as it may add to 
your responsibility and may increase burden 
of food and drink preparation.
Some carers turn to professional support 
and advice (local council or Alzheimer’s 
organisation) in order to reduce the strain of 
everyday food and drink preparation, such 
as cooking, serving food and cleaning up. 
The person with dementia is generally willing 
to help and contribute to preparing a meal 
but due to confusion and forgetfulness is 
prevented from doing so and this may lead 
to frustration for you and for them.
Decision m aking difficulties
As dementia progresses a person may have 
difficulty choosing and deciding on food 
they want to eat. Simply calling out a list 
of options can be confusing and difficult 
for the person to understand as they may 
no longer recognize what the food is from 
hearing the words alone and may struggle to 
remember all the options given to them.
If the person can see the food, this will help 
them recognize it and be able to choose 
well. Showing packets or boxes of the food 
can help the person connect the words 
with their memory. For example, showing 
the person a box of breakfast cereal can 
help that person make sense of what they 
are being offered. Always describe and talk 
about the food or meal that is being served.
Timing menu selections
Avoid asking a person with dementia to 
choose a meal in advance, asking them to 
choose their lunch at breakfast time, for 
example. People with dementia experience 
difficulty with their short-term memory and 
will often struggle to remember what they 
requested. Allow the person to choose the 
food they want to eat at the time they will be 
eating it. Showing a person with dementia 
food or using pictures or photographs of food 
can help them make a choice.
16
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Laying the table
A person with dementia may be confused 
by vivid prints or patterns on tableware and 
become distracted from their food. Plain 
cookery, placements and tablecloths are 
preferable.
People who are partially sighted may find it 
difficult to see white food on a white plate. 
Coloured plates or bowls that contrast with 
the food will make the food easier to see 
and more appealing. Dark coloured plates 
highlight light-coloured food well.
“Flowered placements can confuse people 
with dementia, who sometimes try to water 
the flowers with their drinks. ”
The dining area and environment also have 
an effect on how well people eat. Serve food 
in a relaxed and unhurried manner. Turn the 
television off, so that it does not distract 
people. However, a radio or background 
music may be comforting, especially for 
people eating alone.
17
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Catering for change
Preparing food in advance and freezing it in 
portions can cut down on preparation and 
cooking time. Frozen or convenience food 
can be very useful if you are short of time 
and can still be part of a healthy balanced 
diet.
“When my husband is at the day centre, I try 
to cook enough to last for several days and I 
put it in the freezer. ”
Try to keep food visible or it may be 
forgotten and left uneaten. A person with 
dementia may not remember to look in the 
fridge or cupboard and may need to be 
prompted to eat at mealtimes.
People with dementia may need support 
with planning meals, making choices at 
mealtimes and remembering when to eat. 
Keep it simple -  nutritious and tempting 
meals do not have to be complicated. Basic 
cookery books that are quick and easy to 
use often contain the best ideas.
18
“I cook a large 
quantity o f food at the 
weekend and freeze 
it as plated meals, so 
Dad can reheat them 
in the microwave 
later"
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Sharing responsibility with the person 
you care for
It is usually important for carers that the 
person with dementia continue to the 
best of their ability to share tasks in food 
and drink preparation. This will maintain a 
sense of routine and normality in daily food 
activities for both you and the person with 
dementia. This also keeps the person with 
dementia active in mind and can maintain 
their ability in food-related activities for as 
long as possible:
You may find that the person with dementia 
wants to be involved with food and drink 
preparation and therefore will help with 
activities, such as peeling vegetables, 
serving or laying the table. You may find that 
you will be involved with the actual cooking 
and planning of the meal but with assistance 
from the person with dementia. You may 
feel gaining assistance from the person with 
dementia gives you support rather than 
struggling to manage all food and drink 
preparation yourself.
"She gets very 
annoyed with me 
because I try to help 
and say set the table 
and you need your 
knife and fork and she 
gets very annoyed 
and says, ‘‘I know 
what I want!" she 
doesn’t quite know 
where it is to get it 
out I find the saucer 
in the fridge and the 
cheese among the 
cups. ”
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Possible solutions:
Techniques to make preparation easier, such 
as having ready made food, receiving meals 
on wheels or having powdered hot drinks 
instead of making a cup of tea. For some 
people with dementia helping in the kitchen 
can become too challenging therefore you 
may decide that it might be easier and 
safer to prepare food and drink without 
assistance from the person with dementia.
Sharing responsibilities may not always 
be possible as the person with dementia 
becomes confused and their ability to 
remember where to put things or what 
certain things are may become difficult.
For example, they may put cutlery, pots 
or pans in the wrong places. This may 
result in having to take over food and 
drink preparation activities and may result 
in additional work and burden. Preparing 
everything by yourself may create frustration 
for you and for the person with dementia 
who may want to contribute but is unable to 
do so because of poor memory.
20
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Eating
People with dementia can sustain their 
independence with eating and drinking 
usually until the later stages of dementia. 
The majority of people with dementia can 
feed themselves and have no problems 
eating. Problems mostly occur in severe 
stages of dementia.
Appetite and weight changes
Many people with dementia have a poor 
appetite or lose interest in food. A poor 
appetite can result in weight loss, a lack of 
energy, a reduced ability to fight infections 
and impaired concentration. You may notice 
that over time the person with dementia eats 
less and gradually loses weight. However, 
there are ways to stimulate a person’s 
appetite and interest in food. You may need 
to sit and observe the person with dementia 
to make sure they are eating. Losing weight 
is not an inevitable part of having dementia. 
With time, effort and knowledge of the 
person, food intake can be increased. It is 
helpful to be aware of some of the changes 
that can occur as dementia progresses.
The person with dementia may experience 
little interest in eating and not show any sign 
of being hungry or indicate that they want to 
eat. They may both refuse to eat, eat smaller 
portions or eat slowly and not eat as
“She went from size 
7 6 and now she is 
down to a size 8.
She has lost a tot of 
weight. I don’t know 
why, she was quite ill 
really and we didn’t 
know what was going 
on but now certainly 
we’re stable and her 
appetite is as good as 
mine. ”
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much. The decision on what to eat on the 
plate may also become increasingly difficult 
and they may have trouble choosing what 
to eat. Others have physical problems; they 
cannot chew properly and have difficulty 
swallowing, which could lead to choking. 
Some forget to drink and may become 
dehydrated.
Possible solutions:
Make sure that the person has several 
drinks a day (at least eight cups/1500 ml), 
and more in hot weather. It is important 
to make sure the drinks are not too hot -  
they may have lost their judgment and hurt 
themselves. You may need to use a spill- 
proof cup like the ones sold for children.
The person with dementia may increasingly 
need prompting to eat. You may need to 
encourage them at every meal and be aware 
not to put too much food on the plate as this 
might overwhelm them and consequently 
they might not eat at all. Putting too many 
items on the plate may confuse the person 
with dementia, as making decisions on what 
to eat may be difficult. The plate portion 
had to be smaller than previous although 
the caregiver would offer snacks in between 
meals to keep up their food intake up.
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“So it was hard, it still is difficult at the 
moment but she has improved a lot with 
her eating. A t first I’d  sit with her for two 
hours and if she had two mouthfuls it would 
have been plenty and the weight was just 
falling off. "
To overcome problems of appetite and 
weight loss, you may need to take the extra 
time and sit with the person with dementia, 
and prompt and encourage him or her to 
eat. At times, this could result in frustration 
for both parties, as the person with 
dementia might feel pressured.
Offer positive encouragement and gentle 
reminders to eat.
Some foods are difficult to eat and should 
be avoided. If a person has difficulties with 
coordination or using cutlery, they might find 
it very frustrating trying to eat food like peas 
or spaghetti. Adding too much gravy to food 
can make it more difficult to eat.
Help with choices
At mealtimes show the food or plated meals 
to the person and allow them to choose 
what they would like to eat at the time 
they are about to eat. They may be able to 
choose from the options using words or by 
indicating with a gesture what they would 
like to eat.
Presentation is important: bright and 
colourful foods are more appealing. Try not 
to overload the plate with too much food -  
offer small portions frequently. Only give one 
course at a time.
“The bad thing about mealtimes would be that 
she found it difficult to choose from a menu if 
we went anywhere she would find it difficult to 
make a decision. ”
People often lose interest in their food 
once it has become cold, since people with 
dementia often take longer to eat especially 
if they have difficulty with coordination or 
swallowing, their food is more likely to get 
cold.
Insulated plates can keep food warmer for 
longer. Alternatively, serve half portions and 
keep the remainder warm until the first portion 
has been eaten. A microwave oven can also 
be used to reheat food during the meal.
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Diet
Carers usually continue choosing food 
and drink that they know the person with 
dementia ate and enjoyed before diagnosis. 
Even at the point where a person with 
dementia shows no preference in food or 
drink, carers may take comfort in knowing 
that the food presented to them would have 
been something they ate and enjoyed in the 
past.
“I do watch her all the time and we’d argue 
over it. Like the fruit, sometimes she has a 
bit of fruit sometimes she won’t but when 
she does have a bit o f fruit she enjoys it. This 
is where we have a lot of clashes because I 
make sure she does eat. Definitely there has 
been a change; I think if she was on her own 
she would go all day without having anything 
to eat. ”
Changes in diet preferences may occur, 
in particular eating sweet-flavoured foods 
e.g. chocolate. Eating habits may change 
whereby people might refuse or show 
disinterest in eating certain food, such as 
carbohydrates, vegetables and fruit. As a 
carer, you may have to spend a lot time and 
energy trying to get him or her to eat these 
foods.
2 5
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“He says he’s going off the taste! And about 
bread, it seems to be the carbohydrates. 
Before he would eat any amount o f bread and 
potatoes and now he doesn’t want so much. ”
People with dementia often experience a 
change in taste -  they may suddenly begin 
to reject food that they have always loved 
and start to enjoy dishes that they never 
liked before.
Knowing what and when a person likes to 
eat and drink makes it easier to ensure that 
they eat well. Some people eat better at 
certain times of the day; they may be less 
tired in the morning and able to eat a good 
breakfast, they may prefer to have their main 
meals at midday. Be flexible and make the 
most of ‘good eating’ times.
Expect the unexpected! People may enjoy 
unusual combinations of food or ways of 
eating. They may like savory food to be 
mixed with sweet food, or prefer to eat 
dessert before the main course. Add a 
small amount of sugar to savory foods 
such as quiche, omelettes and sauces to 
encourage people with a sweet tooth to eat 
them. People may enjoy sweeter tasting 
vegetables such as carrots, parsnips or 
swede.
2 6
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Possible solutions:
Planning ahead in order to be organised 
and maintain a routine is important and 
beneficial. And so is presenting a good 
nutritional diet, making sure the person with 
dementia is eating well and as much as 
possible. If they will only eat certain foods, 
you may have to ask your GP about diet and 
vitamin supplements.
Be adventurous and cook dishes that the 
person may not have tried before, such as 
lasagne or curries. Add herbs and spices 
to traditional dishes to challenge the taste 
buds!
Methods of eating
The way in which a person with dementia 
eats can decline progressively, with 
difficulties using cutlery and judging spatial 
awareness, e.g. how close to put the food 
to the mouth or holding things upright, 
as well as the inability to use condiments 
appropriately.
“Eating ability has gone downhill a bit and 
recently she has started asking people if they 
want the food on her plate because others 
eat faster than her and therefore feels under 
pressure and therefore offers her food off the 
plate and that’s pressure really and she feels 
she is holding everybody up. ”
A person might try 
a dish if you give it 
a different name
2 7
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Possible solutions
Carers can form strategies to assist and 
help people with dementia make mealtime 
easier and more enjoyable. Managing 
and organising mealtimes can lead to 
fewer burdens for you and the person 
with dementia. For example, you can use 
strategies, such as, cutting up the food for 
the person with dementia to make it easier 
to pick up food with their fork. You can 
present finger foods and where possible 
avoiding sloppy food such as soups. They 
may want to start another meal soon after 
the last one, keep some washing up in the 
sink to show the remains of the last meal.
“Quite often you put stuff down in front o f her 
and she doesn’t eat it as though she doesn’t 
see it there. So now I ’m feeding her basically 
and she’s not very good with the knife and 
fork. Picking up something with the fork is a 
bit hit and miss so I cut the food into chunks 
and quite a lot o f the food she picks up with 
her fingers. Like mashed potato and quite a 
lot spills on the carpet as you can see. ”
Other strategies you may find useful are 
avoiding putting condiments on the table as 
the person with dementia may put on too 
much (e.g. source or salt or pepper)
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on their food or spillages might occur. You 
may prefer to add salt or other condiments 
to their food beforehand to avoid any 
accidents. Other issue at mealtime might 
be keeping plates upright or keeping food 
on their fork, as the person with dementia 
may tilt the plate and create spillages. You 
can avoid these situations by either helping 
the person with dementia with eating or 
taking extra precautions, such as having 
special trays or towels on their front to avoid 
staining their clothes.
You can buy drinking cups that are specially 
designed to help people drink more easily.
A cup or beaker with two handles allows 
a steadier grip. Some cups are designed 
to tip without spilling, and some have 
spouts. These aids can be purchased from 
chemists, although they may be expensive. 
An occupational therapist can give you 
advice on the best aids to buy.
People with dementia tend to eat at a slower 
pace and find it difficult to select what they 
want to eat, particularly when given too 
many options. Therefore, it is a common for 
the person with dementia to play with their 
food, move the food round the plate or offer 
other people around them
their food. You may have to remind them 
how to eat by talking them through each 
stage, or show them by eating something 
yourself. Sometimes spoon-feeding may 
be necessary. Try to keep food simple. Cut 
it up or keep it to one texture -  soft, thick 
foods are best. A mixture of liquid and 
solid may lead them to swallow instead of 
chewing and could result in choking. Check 
that dentures fit and are left clean. If the 
person is experiencing problems with eating 
or swallowing, you can ask your GP for a 
referral to a speech therapist.
Drinks and liquids
To stay healthy, we need to drink about eight 
cups of fluid every day. Many carers express 
concern about people with dementia not 
drinking enough. If fluid intake is a problem, 
offer small but frequent drinks throughout 
the day. Use a cup or a small glass rather 
than a mug or large tumbler. Give the cup or 
glass to the person with dementia to prompt 
them to drink, rather than just leaving it on 
the table.
“1 leave fruit drinks and milk in clear glasses, 
not mugs or cups, so that Mum can see 
what’s in them. "
3°
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People may find it easier to eat soup and 
cereal from a shallow bowl
“Adding dried potato to soup thickens it 
and can make it easier to eat from a bowl. 
Alternatively, serve soup in a mug.”
It is often better to transfer drinks that are 
supplied in a carton to a cup, rather than 
expecting the person with dementia to drink 
them through a straw.
Helping the carers
Home help and support workers offer much- 
needed assistance to carers and to people 
with dementia living alone. This may include 
cooking and help with food preparation, 
eating and drinking support, which can 
provide a welcome social occasion for 
the person with dementia as well as an 
opportunity to guide their food choices.
They may also check cupboards and fridges 
for out of date food.
“You can do with more help at home I find.
I could do with more help at home with the 
washing up!”
Other family members can also help to 
alleviate some of the pressures of caring. 
Some carers find it difficult to eat their 
own meals while assisting a person with 
dementia to eat theirs, particularly if the 
person requires a lot of support or takes a 
long time to eat. Some carers, therefore, 
choose to eat afterwards. Other carers 
find that eating together works well and 
they adjust the pace of the meal to suit the 
person with dementia.
Eating out
Day centres or luncheon clubs can provide 
welcome social events and a good 
environment for mealtimes.
People with dementia often eat better 
in company. Observing and copying 
others can act as a cue or prompt for the 
person with dementia to eat. Eating out 
in restaurants or pubs can be a welcome 
change to eating at home. When eating 
out, explain to staff and other diners 
what difficulties the person with dementia 
has, this can help people to tolerate and 
understand unusual behavior. Eating out 
with understanding friends can also be 
supportive.
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“She found it difficult 
to choose if we 
went anywhere she 
would find it difficult 
to make a decision. 
But that wasn’t really 
dramatic, you’d  have 
to go through the 
menu with her rather 
than let her look at it 
and choosing some 
things she needed 
explaining. ’’
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A little too much
Some people with dementia may start to eat 
a lot more than they used to and develop a 
constant appetite for food. This can become 
a problem if they gain weight, particularly if 
they are less mobile or inactive.
7 have learned to control my husband’s 
excess eating by quickly clearing away any 
extra food left on the serving plates -  out of 
sight, out of mind. ”
Try to turn the person’s attention to other 
activities that may distract them from 
eating and food. Some people eat out of 
boredom, particularly if they live alone. Local 
day centres or luncheon clubs offer social 
contact that can help.
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Healthy teeth and gums
Poor dental health of ill fitted dentures 
can affect a person’s ability to chew or eat 
certain foods. Regular dental care is vital 
to ensure that gums and teeth are healthy 
and that dentures fit well. Some people 
may not be able to communicate that they 
have toothache and may simply refuse food 
instead. Co-operation with dental care may 
also become more difficult.
“Make sure the dentist knows the person or at 
least understands the problems of dementia."
Adequate and regular cleaning of teeth and 
dentures is important, along with a varied 
and well- balanced diet.
“Dental health was maintained with regular 
visits from the dentist -  we gradually got rid of 
her gingivitis with better diet and brushing. ”
34
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Useful organisations
Adequate and regular cleaning of teeth and dentures is important, 
along with a varied and well- balanced diet.
‘Dental health was maintained with regular visits from the dentist -  
we gradually got rid of her gingivitis with better diet and brushing.’
AGE CONCERN ENGLAND
Astral House 1268 London Road London SW16 4ER 
Information Line: 0800 00 99 66 
www.ageconcern.org.uk
ALZHEIMER’S SOCIETY
Gordon House 10 Greencoat Place London SW1P 1PH 
Phone: 020 7306 0606 Helpline: 0845 300 0336 
Email: enquiries@alzheimers.org.uk 
www.alzheimers.org.uk
CARERS UK
20/25 Glasshouse Yard London EC1A 4JT 
Phone: 020 7490 8818 
www.carersuk.org.uk
CROSSROADS ASSOCIATION 
10 Regent Place Rugby Warwickshire CV21 2PN 
Phone: 0845 450 0350 
www.crossroads.org.uk
DEMENTIA RELIEF TRUST
6 Camden High Street London NW1 OSH Phone: 020 7874 7210
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Useful organisations
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Appendix 21
Information Sheet -  Study 4
Information sheet for think aloud study
I would like you to think aloud while you are reading this booklet. What I 
mean by thinking out loud is to say everything you are thinking as you are 
reading. So maybe this will be what you are reading, how you think this 
relates to your experience, or what you think of the content
When I say ‘everything you’re thinking’, I literally mean just that, no matter 
how fleeting or apparently trivial the thoughts may be. That means including 
everything that you’re looking at and registering mentally.
The idea is that you continue talking as much as possible about what you are 
thinking, rather than you and I having a conversation. When you are talking out 
loud it’s fine for you to aim that at me so you feel you aren’t talking to 
yourself!
I have a practice examples here as it can help to get used to talking out loud...I 
will demonstrate the first example, then if you happy to have a go you can try 
the following example.
It is also useful if you mention what section of the booklet in particular you are 
reading, for the benefit of the tape recording.
Therefore, I will start now with an example of how I might think aloud
Would you like to have a go at talking aloud about these irons too?
Instructions: □
As you are reading in your usual way. Do not rush on my account.
Think aloud at all times
I will prompt you if you fall silent for more than (10 seconds?) and I will 
probably say;
‘Keep thinking aloud’; or 
‘ What are you thinking ’ ; or 
‘What are you looking at?’
I will not embark on any conversation with you.
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I may make some notes as you are talking, don’t worry about this
Just to reassure you, I’m not here to judge what you actually say.
Has participant consented? Y es/N o |—j
If yes explain that we will photocopy the relevant sections and return the 
original to them.
Any more questions before we start?
Set up recording equipment. Q
Start Recording equipment and say Code ID number ^
After think aloud data
A short interview for feedback on the booklet will be recording □  
Thank participant and confirm next meeting time and location. □
Prompts to be used where necessary:
What are you thinking now?
Keep thinking aloud 
What are you reading?
Appendix 22
Feedback Interview
Feedback interview for after booklet read through.
Question to ask participants after think aloud session:
(a) What information do you notice and think might be important?
(b) Which facts and possible facts about change in decline do you think are relevant 
to you?
(c) Which tips did you find useful?
(d) Do you feel this would be helpful in Predicting on what might happen next?
(e) Do you have any questions about words or phrases used? If so what are these 
questions?
(f) What are your personal reactions to this information?
(g) How do you feel about the advice provided?
(h) What are your thoughts on the layout, length of booklet and quotes?
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